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ABSTRACT 
PERCEPTIONS OF FOSTER CARE PROVIDERS ABOUT SHARED LIVING 
ENVIRONMENTS FOR ADULTS WITH DEVELOPMENTAL DISABILITIES 
MAY 1996 
DARLENE C. MCNEICE 
B.S., UNIVERSITY OF MASSACHUSETTS AMHERST 
M.Ed., UNIVERSITY OF MASSACHUSETTS AMHERST 
Ed.D., UNIVERSITY OF MASSACHUSETTS AMHERST 
Directed by: Professor Byrd Jones 
This study presents the perceptions of Foster Care 
Providers in one western Massachusetts county who are 
integrating one or more adults with developmental 
disabilities into their family. This arrangement is called 
"Adult Foster Care," "Shared Living," or "Supportive 
Living." It is a new model in the health care field, and 
no studies have documented the perceptions of providers who 
have the responsibility of twenty-four hour care of 
individuals with cognitive disabilities and physical 
handicaps. Little is known about how providers make sense 
of their role or what pressures and tensions they are 
facing as they interact with their new family member. 
The major findings of the study centered around the 
difficult and evolving role that shared living providers 
play in today's health care system for individuals with 
developmental disabilities. Providers occupy a precarious 
middle ground between natural family units and more rigidly 
bureaucratic agencies and institutional systems. 
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In a series of interviews, the following themes 
emerged as central concerns or issues for the shared living 
providers who participated in this study: Personal, family 
and work history; what is it like to be a provider; 
relationships between providers and individuals with 
developmental disabilities; organizational issues and 
tensions, and support systems for providers. 
Most providers entered the role expecting to work 
directly with their new family member outside of the 
regulations and restrictions imposed by group home 
mandates. They became frustrated and disillusioned by the 
increasing bureaucratic pressures and need for 
accountability. In their relationships with individuals 
with developmental disabilities, they sought to establish 
new patterns of interactions and to promote greater 
personal independence. At the same time, they struggled 
with the community's conception of developmental 
disabilities. Many reported that inadequate day programs 
and respite care supports blocked their efforts to build a 
new concept of health care delivery. 
vii 
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CHAPTER I 
INTRODUCTION 
Purpose of the Study 
This study explores the process of integrating a 
developmentally disabled adult into an existing family unit 
from the standpoint of the receiving family. Key questions 
to be investigated by this research include: Who are the 
Adult Foster Care providers? What changes have occurred in 
their families after becoming part of the Shared Living 
Program? What motivated foster care providers to take on 
this new health care role? What has been the relationship 
between the disabled adult's natural family and the new 
foster family? What questions or problems have providers 
experienced in the new living arrangements? What do these 
care providers see as their major needs for support and 
training? What types of respite arrangements have proven 
successful or unsuccessful? 
The perceptions of Foster Care providers about Shared 
Living for developmentally disabled adults will be 
identified using an interview approach. The transcripts of 
these interviews will be analyzed and the results will be 
presented in Chapter IV of this study. The goal is to 
document the perceptions of Adult Foster Care Providers 
about their roles in this emerging concept. Ideally, Shared 
Living represents a genuine alternative to institutional 
care or community based group homes. In reality, the 
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attitudes and actions of Foster Care Providers are a 
crucial factor in determining how adults with disabilities 
experience such new living arrangements. 
If Adult Foster Care Providers reinforce existing 
definitions of disability, retardation and abnormality, 
little will change for individuals with disabilities. They 
will continue to see themselves as less than "normal" 
persons who do not belong in many daily living situations. 
When feelings of self-esteem or a lack of personal 
empowerment are reinforced by health care providers, even 
unintentionally, then it is very difficult to establish 
viable community based alternatives to institutional care. 
By contrast if these providers develop new ways of 
interacting with individuals and community organizations, 
then adults with disabilities may experience increased 
opportunities for personal growth and development. They 
may see themselves as competent individuals who can enjoy 
working, recreating and interacting as functional members 
of the community. They may experience self-fulfillment by 
being able to participate in making decisions about their 
lives in many areas from choosing what clothes to wear to 
deciding what jobs to work or what leisure activities to 
enjoy. This study looks at how far one Shared Living 
program has come in building new models for the care of 
individuals with developmental disabilities in family 
settings. 
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Background 
Since the 1970s health care reformers have sought new 
definitions of persons with developmental disabilities. 
They have urged a move away from labeling and disabling 
processes that tended to characterize individuals in terms 
of specific weaknesses or shortcomings. Instead they 
emphasized the strengths, needs and wants of each 
individual. They have applied a holistic model rather than 
a medical model to health care systems. 
In a medical model, the label "developmental 
disability" is defined by a categorical approach: The 
disability is caused by mental retardation, cerebral palsy, 
epilepsy or other neurological conditions closely related 
to mental retardation or needing similar treatment. This 
definition has three specific features. First, the 
developmental disability appears before the age of 
eighteen. Second, it is continuous. Third, the disability 
presents significant limitations for the person. 
In 1990, the Developmental Disabilities Assistance and 
Bill of Rights Act changed the view of developmental 
disability to a functional definition with less of a 
labeling emphasis and more of an understanding of who the 
individual is as a person. This view concentrates on the 
abilities, wants and desires of the individual. It 
reflects a need for several different types of health care 
services that are individually designed and implemented. 
As two researchers noted: 
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It is important to understand that mental 
retardation may be a developmental disability, 
but a developmental disability may not be mental 
retardation. Individuals with developmental 
disabilities do not necessarily have mental 
retardation. For example, a person with cerebral 
palsy has a developmental disability but may not 
have an intellectual impairment. (Gardner & 
Chapman, 1993, p. 9) 
Answering the question of what is mental retardation 
is not an easy task. The meaning of this term depends on 
the context in which it is used. According to the American 
Association on Mental Retardation, it is a "significant 
subaverage general intellectual functioning resulting in or 
associated with concurrent impairments in adaptive behavior 
and manifested during the development period" (Grossman, in 
Medicaid Source Book 1988, p. 374). Most of the time 
mental retardation is a product of "factors that occur 
before birth such as chromosomal, metabolic, or genetic 
disorders, malformation of the brain or difficulties during 
the fetal period" (Coulter, 1990, p. 12, quoted in 
Moscovitch, 1991, p. 11). 
Other causes include "damage to the nerve system by 
birth trauma, head injury (including child abuse), diseases 
of the central nervous system, and adverse prenatal 
conditions - such as AIDS, poor nutrition, drug or alcohol 
abuse on the part of the mother" (Medicaid Source Book 
1988, p. 381). Despite this list of causes, researchers 
lack certainty in their definitions: "In approximately 
seventy-five percent of persons with mental retardation a 
4 
definite cause can not be identified1' (Gardner & Chapman, 
* 
1993, p. 9). 
According to June 1993 statistics complied by the 
Massachusetts Department of Mental Retardation there were 
about 22,000 individuals under its care. The Department 
reports that 2,354 individuals lived in state schools; 
6,038 were in group homes or staffed apartments; and 7,024 
were living with families. Respite care was provided to 
8,026 people. The department had no statistics on the 
number of individuals served in Supportive/Adult Foster 
Care or Shared Living or Supported Living (Massachusetts 
Department of Mental Retardation Annual Report, 1993, p. 
23). More recent 1994 figures indicate that 9,291 women 
and 11,423 men are served in the community by the 
Department (Personal Communication, 1994). 
As recently as three decades ago, parents were still 
advised to place children diagnosed as mentally retarded in 
institutions. This was the accepted practice. There was 
little understanding of treating mental retardation through 
programs available in communities to help families enhance 
an individual's quality of life. In the 1950s families 
began to organize to improve the quality of care given to 
their institutionalized children and adults. In 
Massachusetts, families sued the state to force improved 
conditions in the state schools. Massachusetts State 
Schools was the name given to institutions for persons with 
Mental Retardation even though today almost all residents 
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are adults. In the early 1970s the living environment at 
the five state schools in Massachusetts were deplorable 
with overcrowding, understaffing, antiguated physical 
plants, and inhumane conditions. Little care was given to 
individuals beyond minimal custodial functions (DMR 
Feasibility Study, 1989, p. 4, guoted in Moscovitch, 1991, 
p. 41). 
In 1972, a suit was filed on behalf of residents of 
the Belchertown State School and ensuing suits were filed 
against Monson, Fernald, Wrentham and Dever State Schools 
over the next three years. The families of these residents 
sought to improve services and facilities to meet minimal 
constitutional reguirements. The Commonwealth of 
Massachusetts did not contest these suits but entered into 
consent decrees, agreeing to add staff and upgrade physical 
facilities. A monetary budget was passed in 1983 and a 
construction plan prepared (DMR Feasibility Study, 1986, p. 
6, quoted in Moscovitch, 1991, p. 41). Under this plan 
each class member (all residents of the schools became 
class members) was to live in qualified housing by 1990— 
either in renovated state schools or in a community 
setting. Caps on the number of beds at each state facility 
were set. 
In the following years Massachusetts began to upgrade 
the state school facilities and move individuals to the 
community in order to bring the number of residents down to 
the agreed quotas. A housing agenda was added to the 
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consent degree to fund the needed community residences. 
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The monetary budget included funds for new community 
residences. In 1972 there were approximately 6,000 
residents in state schools. From 1978 to 1985, thousands 
of individuals moved from the state schools into community 
programs across the Commonwealth. By 1993 the 
institutional population was approximately 2,354 
individuals. Apparently, the reasons for the number of 
individuals still housed in institutions are the severity 
of diagnosis of those remaining and also the time involved 
in on-going transition into alternative housing settings in 
the community. 
As deinstitutionalization became the law in the years 
after 1972, alternative models for mentally retarded 
individuals were designed in Massachusetts and across the 
country. In a deinstitutional approach, individuals are 
placed in community residences or small group homes with as 
few as four individuals living together with twenty-four 
hour staff supervision. The goal of the group home was to 
provide the least restrictive, most normal residential 
alternative to the institution in conjunction with 
appropriate treatment suited to the personal needs of the 
individual. According to advocates of deinstitution¬ 
alization, mentally retarded individuals would become more 
involved in the community by using supportive natural 
networks and community support systems. 
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Human service and health care workers had new roles in 
community group homes. They functioned as part of an 
interdisciplinary team by implementing client treatment 
plans, promoting integration into community, developing 
client socialization skills, carrying out behavior plans, 
reporting observations to psychiatrists and other 
consultants, recording responses to medication, and 
documenting client progress on a daily basis. They also 
provided support and training to individuals with their 
"activities of daily living" such as personal care and 
hygiene, eating, socializing, and communicating. Goals and 
objectives for each individual were developed in order for 
the person to move on to the next level of independent 
living. In the opinion of the writer these expectations 
create problems for many adults with disabilities who are 
expected to achieve goals that have been set by someone 
else. Failure to meet those objectives is often placed 
totally on the individual, thereby blaming the victim, not 
the design of the model. 
There were other problems with the group home model 
Mentally retarded individuals are placed together with 
other individuals who have been similarly labeled, largely 
neglecting any consideration for personal histories and 
life experiences. More often than not the group home was a 
restrictive environment with limited ownership of personal 
items, inflexible house rules, including set regulations 
and curfews, restrictions on levels of socialization within 
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community settings, lack of individual choice of roommate 
0 
or no roommate at all. There was little support for 
maintaining longstanding friendships or establishing new 
ones in the community. Staff members (such as an 
activities director) scheduled group events with little 
regard to individual interests or needs of the house 
members. A high turnover of staff created difficulties in 
maintaining lasting friendships that built trust with 
individuals as part of supportive caring relationships with 
other individuals. 
Although group homes have emerged in the past three 
decades as the dominant residence model for mentally 
retarded individuals, problems and shortcomings have led 
change advocates across the country to propose new care 
arrangements. One of these models may be broadly defined 
as "Adult Foster Care" or "Shared/Supportive Living." In 
this arrangement an individual leaves the group home and 
goes to live with a family that provides twenty-four hour 
residence and care. Efforts are made to normalize the 
individual's daily routines. The individual participates 
with other family members in regular family activities 
while maintaining choices about eating, sleeping, and 
recreating. Many individuals with a disability hold full 
or part-time jobs. The goal is to build personal 
independence and self-sufficiency whenever possible. 
"Expanding Horizons" is a Human Service Agency in 
western Massachusetts that is pioneering this new approach 
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to community-based living for individuals with 
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disabilities. According to their "Basic Policies for 
Supportive Living/Specialized Home Care Programs," "Shared 
Living" is a comprehensive and effective manner of 
delivering guality residential services which allow maximum 
independence and control by the individual being served." 
As an agency, Expanding Horizons seeks to "provide each 
person with shelter, supervision and opportunities to 
participate with as little disruption as feasible in the 
educational, vocational, social training and recreation 
activities ordinarily made available by the person's family 
or other primary care provider." 
Individuals under the agency's care are provided with 
nutritionally balanced meals, opportunities for bathing and 
grooming and, if necessary, given assistance with these 
functions by the receiving family. No more than two people 
share the same bedroom, and ideally each person has his/her 
own living space. If two people share one bedroom, the two 
people are of the same sex and within ten years of age of 
each other. Each has her or his own bed and dresser or 
adequate dresser space and closet or adequate closet space. 
Each providers' home will serve no more than three persons 
with disabilities at any time. 
Another new version of this new approach to the 
community —based care of individuals with developmental 
disabilities is called "Supported Living." An individual 
lives independently in the community while receiving 
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regular support from human service providers as needed. At 
the A. J. Papanikou Center of Special Education and 
Rehabilitation, a program affiliated with the University of 
Connecticut, 
there is not a single, uniform approach to 
supported living. Rather, it is a concept and, 
as such, it varies considerably from person to 
person. From our perspective supported living is 
a concept which enables people to live wherever 
and however they want, with whomever they want, 
and providing the supports they need to do that. 
Supported Living facilitates natural supports in 
the community as much as possible and supplements 
rather than supplants these natural supports. 
Supported Living should be driven by a strong 
value base that puts a premium on choice. (Karan, 
Furey, & Granfield, 1991, p. 11) 
Adult Foster Care along with Shared Living and 
Supported Living are dramatically different from either 
institutional or group home models. Mentally retarded 
individuals gain greater responsibility while experiencing 
opportunities to make their own decisions, to be employed 
on a full- or part-time basis, to engage in regular or 
leisure activities in the community. The goal in both 
arrangements is to make it possible for individuals to 
discover aspects of themselves that might not otherwise 
emerge in a more restrictive environment. 
Significance of the Study 
The movement toward Adult Foster Care, Shared Living, 
and Supported Living in many states including Michigan, 
Massachusetts, California, Connecticut, New York, New 
Hampshire and Florida brings to the forefront the 
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importance of the effectiveness and economics of meeting 
#. 
the needs of persons with developmental disabilities 
through family placement in the community. At the core of 
each program is the need for more flexibility in 
organizational design. 
Two recent conferences in Massachusetts demonstrate 
the great interest in the topic by human service 
professionals. In November 1993, a conference sponsored by 
the Massachusetts Department of Mental Retardation at 
Brandeis University entitled "Supported Living: Moving from 
Rhetoric to Practice" focused on the "nuts and bolts of 
implementation" of Adult Foster Care/Supportive Living as 
an alternative model. Two hundred persons attended. In 
December 1993, a conference on "Flexible Residential 
Supports" sponsored by the Department of Mental Retardation 
held at the Fernald State School looked at the issue of 
persons turning twenty-two years old who were then thrust 
out of the Massachusetts educational system. Speakers 
examined various alternatives for providing Supportive 
Living environments for the individuals with developmental 
disabilities. This conference was attended by one hundred 
persons. 
A review of the articles in PsychLIT on the Silver 
Platter Database at the University of Massachusetts, 
Amherst Library found 545 articles under the title of 
Mental retardation. By adding a second descriptor of 
"Adult Care," the number of citations was reduced to 
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approximately 235. The researcher reviewed these abstracts 
and will discuss those that are relevant in the literature 
review chapter of this dissertation. When the term "Foster 
Care" was added to the search process, the focus shifted to 
programs serving children. Across the country, only a few 
articles have been written on Supportive/Supported Living 
alternatives for adults. 
To the knowledge of this writer no dissertation study 
has examined the attitudes and perceptions of Adult Foster 
Care Providers concerning their roles as caregivers and 
family members. These providers spend considerable time 
with the individuals in their care—often more than all the 
other human service professionals combined. Providers play 
crucial roles in determining what kinds of services are 
delivered and how effective those services are in creating 
a meaningful alternative to institutional care or 
community-based group homes. 
This study will provide needed documentation and 
background for agencies and individuals developing Adult 
Foster Care programs. It will identify key issues that 
enable or block the success of family-based living 
arrangements for persons with developmental disabilities 
from the perspective of care providers. It will document 
those issues that providers themselves have raised as 
important concerns, including how families adjust when an 
adult with developmental disabilities joins the home. 
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Definition of Terms 
The following definition of terms are provided for key 
concepts used in this study. The researcher has drawn 
definitions from readings and presented them in her own 
words. 
Mental Retardation - Refers to significant limitations 
of intellectual function often concurrent with impairments 
in behavior and inability at appropriate age levels. 
Developmental Disabilities - Refers to severe, chronic 
disability of an individual attributable to a mental or 
physical impairment or both resulting in substantial 
functional limitations in areas of life such as spoken 
language, mobility and capacity for independent living. 
Adult Foster Care/Shared Living - A living arrangement 
in which one or more adults having their own home provide 
services with in that environment to an adult with 
developmental disabilities allowing maximum independence 
and control for the individual being served. Also called 
Adult Foster Care/Supportive Living by some agencies. 
Shared or Supported Living - A health care model 
enabling an individual with disabilities to live where, how 
and with whom they want while continuing to receive 
supports as requested or as determined are needed by the 
professionals assigned to support the person. 
Independent Living - A concept widely used in the 
mental retardation field to describe living arrangements 
whereby persons with disabilities are able to function 
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outside of institutional care or group homes, making their 
own choices and acting as a viable member of the community. 
Deinstitutionalization - The transition of individuals 
from long-term institutional hospitalization into 
alternative community settings for health care. The term 
also refers to establishing and maintaining community 
support systems for individuals receiving services in the 
community. 
Group Home - Community-based facility providing seven- 
day-a-week, twenty-four hour a day supervision 
predominately governed by an agency. The objective is to 
provide the least restrictive, most normal residential 
alternative to institutional care, in conjunction with 
appropriate treatment suited to the individual's needs. 
Group home staff expected to ensure that individuals in the 
home have access to recreation, education, health 
monitoring, work experiences, counseling, and personal 
care. 
Respite - A term used for short-term services provided 
to an individual with disabilities or to the foster care 
family during times when the Foster Care Provider is away 
from the home. 
Independent Contract Provider - An Adult Foster Care 
Provider who is providing difficulty of care services to an 
individual with developmental disabilities but not 
considered an employee of the referring agency. 
\ 
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Normalization - A process whereby individuals with 
developmental disabilities live similarly to others in the 
community. They learn to make individual choices with 
respect and dignity about everyday decisions and personal 
interests and goals. 
Massachusetts State Schools - Institutional programs 
for children and adults labeled as disabled that were 
operated at seven sites in Massachusetts: Monson, Fernald, 
Wrentham and Dever, Templeton, Hogan/Berry, and Glavin 
schools (MDMR Annual Report, 1993). 
Consumer - A term used to describe the person for whom 
services rendered or provided for by social service 
agencies and their personnel. Also called "client" or 
individual served." 
Activities of Daily Living - A term used to describe a 
daily program for a person with disabilities including 
goals for personal care and hygiene, eating, socialization 
and communicating with other people. 
Holistic Health - An alternative approach to social 
and medical health with emphasis on physical care, 
recreation, education, health monitoring, counseling, and 
personal care. 
ISP (Individual Service Plan) - A document developed 
by the Massachusetts Department of Mental Retardation 
outlining specific essential life need areas and service 
objectives for an individual with disabilities. It 
includes an individual profile of the person with 
16 
disabilities. Within the Shared Living concept, who is the 
# 
individual, what are his or her wants, needs and desires of 
a personal lifestyle are more specifically focused upon as 
part of the service delivery process. 
Least Restrictive Environment - The individual with 
disabilities lifestyle is enhanced beneficially with as few 
limitations as is safely supportive to the individual's 
well-being. 
Limitations of the Study 
This study is limited to an investigation of "Shared 
Living/Adult Foster Care" arrangements in one Massachusetts 
county under the supervision of one Human Service Agency. 
The findings are limited because they are based on the 
perceptions of ten providers who are supporting adults with 
developmental disabilities in diverse family settings. 
Since there is limited previous documented research on 
Shared Living/Adult Foster Care, little has been written 
about the role of the provider. In focusing on providers, 
the study does not attempt a comparison of program designs. 
Interviewing will be the primary method of collecting 
information from providers, therefore, interpretation of 
correct responses can not be controlled as they are a 
matter of personal reflection. No attempt will be made to 
offer statistically significant comparisons among this 
population. Rather, themes will be developed from the 
interviews to provide a documentary record of how these 
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providers understand the role they play in this emerging 
health care concept. 
Another limitation of the study is the researcher's 
role as a Shared Living Provider for the Expanding Horizons 
Agency. During the time period of this study, the 
researcher was performing the same duties and 
responsibilities as the participants in the study. All of 
the participants were known professionally from agency 
meetings and conferences. These associations provided 
access and trust, but raised the possibility of subjective 
judgments entering the study. To counteract this tendency, 
a qualitative research strategy will be used that includes 
first-person narratives from the providers about their 
work. The perspectives of participants in their own words 
offers a more complete description of the role of a 
provider. 
\ 
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CHAPTER II 
REVIEW OF THE LITERATURE 
Institutional Care 
Historically, individuals with mental retardation in 
America were a "hidden community a group of persons, mostly 
children, traditionally viewed with pity, scorn and 
contempt." They have represented an "underclass of 
forgotten people." Those regarded as mental retarded have 
been "called a dimwit, a simpleton, a fool, a dummy." 
There have been only a few crusaders for the mentally 
retarded, most of their champions have been local persons. 
Parents and other relatives also face a stigma and they 
respond by feeling that their own self-worth is in 
guestion. "The traditional way out of this dilemma has 
been to isolate the retarded individual in an institution, 
where out of sight and shunned as an outcast the individual 
can be forgotten" (Tyor & Bell, 1984, pp. ix, x) . 
Early institutions were built on the theory that 
educators could have total control over the lives of 
individuals with mental retardation. Removing them from 
their families who were responsible for their improper 
moral education which was the belief of the day. An 
institutional environment allowed visitations from families 
and interchanges with the community. As industrialization 
began and many people had difficulties functioning in 
society, the numbers of individuals placed in institutions 
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multiplied. Over time, institutional policy shifted from an 
educational to a protective function (Wolfensberger, 1969). 
Protecting individuals with mental retardation meant 
keeping them fed and free from society's demands. Slowly 
the cause of mental retardation changed from blaming the 
parents to the primary role of genetics. It was widely 
assumed that an individual was born mentally retarded and 
therefore was an "idiot." Consequently, the person was 
predisposed to commit crimes, become an alcoholic, or act 
as a danger to society in some other way. In response, the 
numbers of individuals placed in institutions again 
increased dramatically. 
The first institution for educating the mentally 
retarded in Massachusetts opened in South Boston in 1848. 
Later it was moved to Waverly and is now called the Walter 
E. Fernald State School. As the early idea that with 
education individuals with mental retardation could become 
self-sufficient persons began to fade, institutions were 
built in rural areas away from the heavier populated urban 
centers. Marked by overcrowding, understaffing and 
underfinancing, these institutions had deplorable 
conditions. They became dehumanizing places of residence. 
Residents lacked privacy, rights to personal property, and 
opportunities to communicate freely. They lost a sense of 
individuality by becoming part of a group that had been 
cast out of society. 
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Throughout the first 50 years of the twentieth century 
the focus was on custodial care of individuals with mental 
retardation. Mid-century was the most innovative to date 
with the introduction of medicine and therapeutic and staff 
intervention. Total care of the individual's environment 
was seen as the key to overall wellness. There was a 
shifting of opinion that the individual with mental 
retardation who was ’'trained" was capable of self- 
sufficiency in the community. Training programs included 
teaching personal financial management, use of leisure time 
and how to choose friends. Individuals worked on farms, in 
industry and in offices. School settings provided 
knowledge on job responsibilities, importance of being on 
time at the workplace and personal hygiene. 
A popular view held that the individual "paroled" to 
the community was happier and in turn this movement made 
more room for new individuals to enter state schools. 
Outpatient clinics provided knowledge to parents and 
guardians with suggestions of how to improve the individual 
with mental retardation's condition. 
As part of the movement toward community involvement 
special classes in public schools were set up for training 
the individual with mental retardation. During World War 
II, care of the individual with mental retardation 
declined. Neglectful conditions developed and the 
individual with mental retardation was ignored. By the 
1950s, pressure by parents again brought to the forefront 
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the need for educational training and the development of 
# 
vocational workshops to improve the skills of the 
individual with mental retardation. 
Responding to a growing public awareness that the 
needs of individuals with mental retardation were not being 
met. President John F. Kennedy appointed a panel on mental 
retardation to prepare a national plan to meet the complex 
problems associated with this condition in 1961. Further 
public support for individuals with mental retardation 
followed from the development of the Special Olympics in 
1968. 
Legislation at all levels of government was passed to 
support the education, training and health care needs of 
the individuals with mental retardation. Public funding 
provided for operation of state owned institutions, 
improvement of libraries at institutions, improvement of 
programs in physical education and recreational programs in 
schools, and research and training of professional staff 
for new program development. 
The 1970s saw the emergence of the concepts of 
"normalization" and "least restrictive environment" to 
enhance the well-being of the individual with mental 
retardation. As two researchers noted, these concepts 
shifted the definition of mental retardation more than ever 
before: 
Normalization as applied to the mentally retarded 
individual directs society to provide services 
and facilities that permit the individual to 
function in a manner that is culturally normative 
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as possible. It implies both physical and social 
integration. The principle of normalization is 
one of the major underlying factors in much of 
the change in society dealing with and making 
provisions for the mentally retarded in the past 
several years. (Gearheart & Litton, 1979, p. 12) 
The concept of least restrictive environment began in 
response to the need for educational opportunities for 
those individuals with mental retardation. Thus, 
students with mental retardation should be given 
opportunities to learn in all different programs 
as provided to all other students and the least 
restrictive (environmentally and experientially) 
of all the program alternatives which are 
available and appropriate to his/her educational 
needs. (Gearheart & Litton, 1979, p. 13) 
With changes in legislation, parents and guardians 
became more involved in the decision-making process. They 
gained access to records and the right to take advantage of 
an advocate's services and the use of public agencies to 
provide services. The development of inclusive programs 
for individuals with mental retardation was largely due to 
litigation in the 1970s. 
Individual rights remained the major direction of 
mental retardation in the early 1980s helping to return 
many individuals to their own communities. 
Waiting lists of state schools were shortened, 
institutions modified their custodial image 
becoming training, diagnostic and socialization 
centers where back wards were eliminated and 
habilitative services were offered at every level 
of disability. (Tyor & Bell, 1984, p. 151) 
Entry into the community was followed by the development of 
halfway houses, group homes and community counseling 
services, and supportive independent living programs. More 
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responsibility was placed on individuals with mental 
# 
retardation to take personal responsibility in their lives. 
The 1990s saw continuation of growth and development 
in community-based services and programs. On December 31, 
1992 the Department of Mental Retardation closed 
Belchertown State School which was the first termination of 
a large institution for persons with mental retardation in 
Massachusetts. This facility had housed hundreds of 
residents in institutional seclusion for decades. There 
were only 270 individuals in this institution at its 
closing. All of these individuals moved to a wide array of 
smaller homes in community settings. 
On May 25, 1993 Judge Joseph L. Tauro and Governor 
William Weld signed an order ending twenty years of federal 
court consent decrees. These decrees dictated how care and 
services were to be provided to citizens with mental 
retardation. Services are now to be designed based on the 
need of the individual, not where he/she resides. As the 
Department noted: 
A consumer-driven system places emphasis on the 
individual needs and preferences. It creates an 
array of supports, housing options, training, and 
services that are custom-fit to a person's needs 
and desires. (Massachusetts Department of Mental 
Retardation Annual Report, 1993, p. 19) 
Group Home Care: A Case Study 
In the 1960s and 1970s community residences and group 
homes became a popular alternative to institutional care 
for individuals with developmental disabilities. The 
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following case study illustrates how group homes typically 
provided services to adults. The agency in the profile is 
called Blend Care, a pseudonym used to assure the anonymity 
of clients and staff. This agency has operated group homes 
in western Massachusetts communities since 1980. 
Blend Care is a human service organization which 
operates five community ranch style houses in Amherst, 
Hadley, Pelham, and Shutesbury, Massachusetts for 20 
deinstitutionalized White elders. These elders were 
previously housed during long periods of their lives at 
Belchertown State School and Northampton State Hospital. 
They are Department of Mental Health and Department of 
Mental Retardation clients. Six elders are male and 14 are 
female, ranging from 60 to 85 years old, with a mixture of 
ethnic backgrounds. 
The goal of the Blend Care organization is to assist 
the clients in functioning in society to the full extent of 
their capacities and potential. The objective is to 
provide the least restrictive, most normal residential 
alternative to the institution, in conjunction with 
appropriate treatment suited to the individual needs of the 
elders. The overall approach to care is based on holistic 
health model, which is a blending of the social and medical 
areas with emphasis on physical care, recreation, 
education, health monitoring, counseling, and personal 
care. 
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Blend Care employs a multidisciplinary team to develop 
* 
individualized care plans based on each client's needs. 
Total staff consists of 62 employees (See Figure 2.1). 
They range in age from 20 to 58. There are Asian, Black 
and White employees. Approximately half of the employees 
are full-time staff. Part-time staff are employed between 
8 and 32 hours. White women are the dominant staff group 
and hold the four key leadership positions in the 
organization. 
Figure 2.1 Organizational Structure of Blend Care 
Blend Care is managed in a hierarchical organizational 
structure. An Executive Director with a nursing background 
who is 40 years old and who developed the agency serves as 
the overall leader. She oversees all functions of the 
organization and is the linking point to the Board of 
Directors, comprised of White, middle-class professionals 
in the local community. However, the involvement of the 
Board is limited and the Executive Director, using a top- 
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down style of management, is the sole decision-maker 
* 
regarding any policies, programs, or implementations of 
procedures regarding clients and staff. 
The Assistant Director is primarily responsible for 
the hiring of staff and personnel, and mediating 
grievances, policy and procedures issues, and also payroll 
and all financial transactions of clients. She has been a 
staff member since the development of the agency, for the 
first four years as a counselor. She has a background in 
business management and counseling and is 42 years old. 
The Residential Manager is pursuing a degree in 
business management, is 39 years old, and has been a staff 
member for three years. Her responsibilities are the 
supervision of all counselors and residential training. 
Other duties include scheduling of staff, time and mileage, 
and the physical condition of the residences. 
The Program Manager is 60. She has degrees in 
business management and leisure service activities, and has 
been on staff for 18 months. She oversees clients' 
integration into community-based activity programs which 
will enhance their communication and socialization skills, 
and is responsible for establishing daily activities which 
provide opportunities to promote their physical and 
cognitive well-being, as well as for contributing to the 
effective client care plan. 
The Registered Nurse is 52 and has been a staff member 
for two years. She is responsible for monitoring all 
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client health care needs and dispensing of medications as 
indicated by client treatment plans. 
Counselors are the direct care staff. Counselors 
function as members of the interdisciplinary "team," 
providing treatment to the developmentally disabled and 
mentally ill clients. Duties include participation in the 
development of client treatment plans, promoting 
integration into the community, developing client 
socialization skills, carrying out behavior plans, and 
reporting observations to psychiatrists and other 
consultants. Also, counselors are responsible for 
disseminating and recording responses to medication and 
documenting client progress on a daily basis. 
As an organizational policy, only one inservice 
orientation is given when staff are first employed. This 
inservice covers only the specifics of taking blood 
pressure, pulse, care of clients when exiting the 
residences during fire and physical support procedures when 
clients are walking, and documentation of medications and 
individual procedures such as one-to-one procedure. 
One of the issues facing Blend Care is an overlapping 
of job duties. Roles are not always well defined because 
of a lack of clarity as to who is responsible for what 
actions and changes must be approved from the top 
management. Memos are often the main form of communication 
to convey ideas and decisions without input from management 
to the staff. Also, there is a problem of leadership 
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styles not matching the developmental levels of the staff. 
* 
This creates alienation by staff as their input into client 
procedures and activity plans and prior knowledge of client 
capabilities are not taken into consideration by other 
members of the organization. Some of the staff do not 
implement new client plans fully, causing tension in the 
workplace and in some instances possible risk to the 
clients. 
Decisions about promotion for all staff lies 
exclusively in the hands of the top staff and is not shared 
with subordinates. The pay scale is slightly lower than 
other human service agencies in the area. Evaluation 
systems are used inconsistently, with spotty methods of 
feedback. They do accommodate varying schedules to meet 
staff needs. There is a high degree of staff turnover. 
Since human services is the business of promoting better 
lives for people, there is a question as to why staff are 
not being utilized as human resources to become more 
productive members of a team to enhance clients' well¬ 
being. 
The on-going turnover in staff continues to keep Blend 
Care in a state of constant reorganization—reintegrating 
new staff with clients. Among the counselors there seems 
to be a continual state of frustration in leadership and in 
the amount of understanding as to where the staff members 
are in their development of competence and commitment. As 
always the economic situation has a profound affect on how 
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services are administered and the quality of care thus the 
# 
client is the person to be affected by the program policy, 
communications and understandings. 
The dynamics of organizational hierarchy, unclear job 
roles, and rigid procedures in Blend Care are found in many 
group homes and community residences. Many health care 
reformers believe that group homes are unable to fulfill 
their goals of creating more normal living and working 
environments for adults with developmental disabilities. 
Group homes seem tied to a medical or institutional model 
and operate in rigidly bureaucratic ways. Adults and 
caregivers remain separated from one another in human 
terms. Staff treat adults like patients and adults continue 
to think of themselves as individuals who are in need of 
constant care. 
The size of the organization is also a problem for 
group homes. When there are four clients to a home and two 
staff members, it is often very difficult when one-on-one 
care is required at the same time that three other clients 
must have their needs met. And the needs of housemembers 
may change from day to day. 
There is a lack of training for direct care staff. 
They are left with diagnostic prescriptions that make the 
process impersonal and scientific instead of a holistic 
view of the individual using warmth and assistance. There 
is a need for caregivers to recognize the psychological, 
social and spiritual aspects of persons with developmental 
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disabilities. An approach to care based on holistic 
presentation for all clients is often difficult to 
implement as the present staff maybe unaware of the needs 
of individual clients due to the constraints of staff 
development procedures. For example, because of the lack 
of information concerning mental retardation and how to 
enhance well-being on a daily basis, it is very hard to 
provide consistent care procedures. 
In a group home there is rarely a continuity of staff 
which is one of the basic needs for developmentally 
disabled clients. Consistency is paramount for overall 
wellness. Clients are generally not involved in a 
consistent program of daily activity which would help to 
support her or his abilities at the present moment. There 
is seldom sufficient literature in the homes about 
developmental disabilities and mental retardation. 
Information must be sought out on a personal basis by 
interested staff members. Staff members who do understand 
various conditions become frustrated, or leave, and thus 
causing more anxiety for clients. 
Shared And Supportive Living Environments 
In recent years. Shared and Supportive Living 
environments have begun to emerge as alternatives to 
institutional care or community-based group homes. At one 
level, supportive living arrangements differ greatly from 
one another with different work and leisure patterns and 
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routines. At another level, Supportive Living models have 
several aspects in common. There is a less visible 
organizational hierarchy, greater autonomy for person and 
provider, and diverse family-based experiences for 
individuals with disabilities. 
The following is a profile of an agency that operates 
supportive living programs. For the purposes of anonymity, 
the individuals served, the providers, and the agency- 
related support persons will be grouped under the pseudonym 
"Expanding Horizons." Expanding Horizons has operated 
group homes in western Massachusetts since the 1970s. In 
1991, they began closing all of their group homes and 
assisting individuals served by the agency to take up 
residence with host families in surrounding communities. 
These settings provide a seven-day-a week, twenty-four hour 
family living environment. 
Between 1993 and 1994, there were 27 individuals 
served by Expanding Horizons and 29 Adult Foster Care 
family providers. A multidisciplinary team consisting of 
Department of Mental Retardation personnel, agency 
supervisors, doctors, community health care workers, 
vocational/educators, and social service personnel provide 
support services to each individual living in families. 
Included in the above list are professional personnel who 
are part of the Individual Service Plan team that helps to 
design the individual's program with a focus on the 
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individual being served as the deciding factor for decision 
making policies. 
Expanding Horizons contracts with individual providers 
for services to be delivered to individuals with 
developmental disabilities. Funding is provided to the 
agency from the Massachusetts Department of Mental 
Retardation. Providers receive a yearly non-taxable 
stipend that is distributed in 24 standard increments (two 
times a month). Stipends for providers working for 
Expanding Horizons range from $20,000 to $45,000 a year. 
Some former group home residents now in family 
residences coordinated by Expanding Horizons have full- or 
part-time jobs in the community. They work in 
environmental maintenance, food service, and assembly 
production. Some individuals have educational programs 
designed to enhance cognitive abilities. Many individuals 
have active social and community connections such as going 
to dances, visiting the theater, and taking trips to new 
places. 
A complex part of Supportive Living is the 
individual's relationship to her or his natural parents. 
As wards of the state, individuals are no longer under the 
direct care of the natural family, but natural parents are 
part of the process. When parents are legal guardians, the 
Adult Foster Care Provider must contact the parents to 
receive permission to add or change medications, to obtain 
approval for hospital services, or to make specific changes 
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or additions to the individual's service plan which 
contains independent living skill building areas. 
This writer believes what can be difficult for parents 
who may not have an on-going contact with the individual 
served to have a clear understanding of the present 
individual's lifestyle and needs. Thus it is important 
that there be a clear communication between parties who are 
providing services to the individual and family members. 
With only one Adult Foster Care Provider overseeing all the 
individual's areas of need there is less confusion when 
communication is an issue. 
When the natural parents are not legal guardians the 
procedure is often less complicated and less stressful. A 
guardian is court appointed such as a lawyer or a friend 
who generally have less of an emotional interest. Although 
the dynamics of the relationship may not be as emotional, 
permission must still be given to make changes in the 
individual's service plan and any areas of health issues. 
An important part of Supportive Living is Respite 
Care. It is offered by Expanding Horizons but designed by 
the Foster Care provider. The provider designates persons 
they feel would provide a supportive caring environment for 
the individual served while the provider is away from the 
home. 
The Respite provider may provide short-term services 
within their own residence as well as the individual's 
home. The Respite service maybe for a few hours or a few 
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days depending on the need of the primary provider. The 
Respite provider is expected to follow the current service 
plan for the individual in the areas of health, safety, and 
vocational/educational. It is the responsibility of the 
Supportive Living Adult Foster Care Provider to notify both 
the natural family (if they are guardians) and Expanding 
Horizons when a Respite provider is providing supportive 
services to the individual to ensure there is a continuum 
of care. 
A Supportive Living environment differs in design from 
institutional or group home settings in three important 
areas. First, individuals are not grouped together in a 
single program for social activities or vocational and 
educational training. They have choices as to which social 
groups in the community they will join, and in what job 
settings they will work. Second, unlike institutional 
care, individuals choose their own clothing, furniture, and 
personal items. An individual is a person not a number or 
spoken of as the client as in the group home and 
institutional care setting. Third, there is individual 
choice of when to visit friends, going shopping, how and 
where their furniture will be placed in their room, what 
and where they wish to eat, and what clothing they will 
wear. 
Finally, Supportive Living is consistent with a 
holistic approach to health care. Applying the holistic 
model to health care for persons with developmental 
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disabilities allows the search for pattern and causes plus 
treatment of symptoms. The holistic model is concerned 
with the whole person with an emphasis on human values, 
professional caring and a component of healing. Holistic 
health originates in an attitude that accepts life's 
uncertainties. It is important to help the individual have 
a personal sense of purpose as long as it is humanly 
possible. Beliefs and expectations and the mood of the 
staff affect the client. There is a need for conversation 
with the client—to "enter the dance" or walk with the 
client with his or her synchronous movements, stimulating 
their environment for as long as possible. Enhancing the 
connectedness between two people using nonverbal rapport 
and tuning into their body language, style of 
communication, and patterns of interaction is an important 
asset for determining their needs and wants. 
Holistic health places emphasis on maximum wellness 
with the client independent for as long as individually 
possible. It is to recapture what institutionalization and 
group homes have lost—spontaneity, primary feelings, 
curiosity, the ability to ask guestions, and the freedom 
not to answer them. If direct care givers examine their 
own beliefs and respond more constructively to the problems 
that are produced in response to issues of mental 
retardation with more love and understanding and acceptance 
then they would be able to alleviate some of the fears and 
insecurities presented by the clients with a new degree of 
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visibility and social identity. They would give 
individuals with developmental disabilities greater 
respect, acceptance and opportunity to grow as an 
individual. 
Respite Care 
Respite has become central component of the care of 
persons with developmental disabilities who are placed in 
shared or supportive living settings. During respite care, 
individuals provide "relief from day-to-day caregiving 
responsibilities of the handicapped member" (Slater, 1986, 
p. 70). Usually respite care providers are trained human 
service personnel who support the efforts of the regular 
foster care providers. Sometimes, friends and neighbors 
play this role. The goal is to maintain continuity of care 
and consistent responses while alleviating the stress that 
builds up on primary care providers. 
Mary Slater (1986, p. 73) found a number of respite 
care models in operation across the nation including those 
offered by local volunteer or advocacy groups, parent 
cooperatives, and residential camps. Generally these forms 
of respite are not lengthy. Slater noted "families tend to 
use short-term respite care (one day or less) on weekends 
and throughout the week during day and evening hours." 
Respite care supports healthy patterns of family life. 
According to Slater (1986, p. 83), when families are given 
a choice in service delivery, they will attempt to live as 
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normal a life as possible, following patterns of behavior 
# 
similar to families without developmentally delayed 
members. Given an option families will to try to solve 
family issues by enlisting the aid of family network 
members. Respite caregivers need to respect and extend 
these patterns to maintain continuity of care. 
There is a need for effective respite care and more 
fully developed family support programs based at least in 
part on family variables and family theories for 
development of programs. Family experiences and family 
life cycle stage significantly influence the extent to 
which the respite support program enhances family coping 
capabilities. Slater's surveys indicated that a majority 
of respite care is provided by networks of family members, 
friends, relatives and neighbors. Many of these respite 
care providers have not had formal training or support. 
Families responding to a Massachusetts survey in 1982 
and in 1983 reported over 50% of all respite care was 
conducted by family members, with only 5.9% receiving 
respite care from trained agency personnel. Slater 
emphasized the need for personal supports and social 
support that promote autonomy and psychological well-being 
of each individual member. It is important to foster 
flexible internal family relations and to develop and 
maintain regular social supports with friends, neighbors, 
and relatives. 
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Slater (1986, p. 87) cited a model of "Normalized 
# 
Family Resources" by Wikler that has the following 
components: A wide range of formal supportive services; 
informal social supports where appropriate; development of 
a individual family plan that emphasizes the need of all 
family members; determination of goals and objectives to 
meet individual family member needs and to enhance overall 
family functioning; and a commitment by professionals to 
all family members to determine primary goals and 
objectives of their individual plan. 
Providing family members with decision-making power 
will ideally lead to increased feelings of empowerment and 
autonomy basic to optimum internal family functioning. 
Slater found several family support programs that 
successfully used these characteristics and reduced family 
isolation, enhanced internal family functioning, and 
maintained the developmentally disabled individual as an 
integrated family member in the Shared Living Program. 
Social Integration 
Another essential element of Shared/Supportive Living 
is a way for individuals labeled disabled to become a 
viable part of their communities by building natural 
supports among caring friends and neighbors. This is 
called the social integration of individuals with 
developmental disabilities. Building long-term friendships 
and a support system with a circle of friends also prevents 
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abuse and neglect. However, Forest and Pearpoint (1992, p. 
# 
65) found that non-institutional supports alone were not 
enough. For natural supports to be effective they must 
occur in natural environments such as in the home setting, 
vocational/educational placement or in the community. 
Natural supports do not just happen but require 
patience, effort and commitment from an array of caregivers 
and concerned individuals. Forest and Pearpoint (1992) 
believe that a concept of natural supports is a very real 
threat to the medical and service systems. When a circle 
of friends play a caring role in an individual's life they 
may have less power over the individual than do medical 
experts. It is very natural and human to ask for help and 
is not a stigma because an individual has been labeled 
"disabled" in our society. 
Strully and Strully (1992, pp. 166-167) noted that, in 
the 1980s, caregivers became more aware of the need for 
"social interaction, specifically having friendships takes 
overwhelming precedence over what skills a person needs." 
Friendships are one of the most important aspects of a 
person's life. On-going friendships help to lessen the 
possibility of issues of non-support in the human service 
and education system. Community is created by people 
loving one another unconditionally. There is involvement 
in each other's lives because they need each other. Some 
individuals "require an integration facilitator who 
intentionally works to invite people to come to know the 
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person." Friendships last different lengths of time. 
There must be development over time of a deep friendship. 
A facilitator also helps the individual to sustain 
relationships overtime. 
Social integration has become an important goal for 
the Department of Mental Retardation in Massachusetts. 
Beginning in summer of 1994, all independent supportive 
living contractors were expected to integrate individuals 
in their care into social activities in the community—for 
example, church affiliation, leisure time pursuits, 
educational skills programs, new friendships, and home 
visits by friends and relatives. Providers must report to 
the department how they are developing "independent social 
contracts" for the individuals living in their home. They 
must show specific steps taken to make individuals with 
disabilities a viable social part of the community. 
A goal of frequent social integration activities 
creates an on-going tension for providers and the 
individuals in their care. A person's comfort zone differs 
greatly when exposed to community situations. Some people 
readily seek out social contact; others are reluctant to 
move beyond occasional community activities. Individuals 
need different rates of community involvement. Currently, 
Department of Mental Retardation has mandated that each 
individual will establish "one major personal friend by the 
end of the year." Many providers are asking if this is a 
realistic expectation for everyone or just a bureaucratic 
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regulation that limits the power of the family in 
# 
establishing and maintaining friendships. 
Sexuality 
Fostering individual lifestyles of persons with 
disabilities in Shared/Supportive Living environments 
raises the questions about the need for acceptance and 
one's rights for social integration. This is particularly 
true in the area of personal sexuality. As Lydia Fegan, 
Anne Rauch, and Wendy McCarthy observes in Sexuality and 
People with Intellectual Disability (1993, p. 2), 
individuals with "intellectual disability have varying 
degrees of reproductive ability, sexual interest and sexual 
activity." Individuals with disabilities also show the 
same range of sexual response as the rest of the 
population. The fact that a person has a disability tells 
little about the sexuality of the person. Acknowledgement 
of sexual development as part of normal physical and 
emotional development needs to be respected regardless of 
an individual's intellectual ability. 
The community at large, including service providers 
and parents, often treats people with developmental 
disabilities as if they were different sexually. Yet the 
only real difference is the individual's access to 
information about and appropriate ways to express sexuality 
and communicate sexual needs. Inherent in the changes from 
institutional and group home settings is the need to 
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ascertain the individual's personal knowledge of accepted 
social behaviors and norms regarding displays of emotional 
affection, personal relationships, and sexual contact. 
There is often a need to discuss certain guidelines of 
appropriate behavior within a context of greater individual 
freedom of choice. Individuals want opportunities to 
develop emotional/sexual male and female relationships. 
There are possibilities for long-term relationships with 
the same outcomes of marriage and parenting as other 
members in the community. 
Ninety percent of people with intellectual 
disabilities are only mildly disabled and have the 
potential to lead largely independent lives (Fegan, Rauch, 
& McCarthy, 1993, p. 18). As individuals with disabilities 
are afforded the same rights and privileges as others in 
their communities, it is apparent that every individual is 
capable of taking responsibility for certain areas of their 
life regardless of intellectual ability. The key is for 
the individual to develop a strong sense of self-esteem and 
self-worth. Parents and or guardians may need to be 
reminded that individuals have the same needs and rights of 
others. There is a need for individual privacy and self¬ 
protection in the development of relationships. 
Fegan and her colleagues described the "Circles" 
concept, an approach developed specifically to teach 
individuals with disabilities the degrees of intimacy that 
are possible in different kinds of relationships. A 
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Circles approach includes learning appropriate touching and 
# 
assertiveness skills that help the individual with 
intellectual disabilities to identify when they are being 
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sexually exploited. They also learn strategies to protect 
themselves in exploitive situations. Ideas and themes are 
then developed to individualize each individual's set of 
circles. Different behavior is appropriate in different 
circles. No one can come into your inner circle unless you 
want them to be there. 
Certain categories of people fit the various circles. 
For example, the "cuddle" circle which includes boyfriends, 
girlfriends, husband, wife, and immediate family if they 
are close. The "hug" circle is for very good friends. 
"Handshake" circles may include neighbors, co-workers and 
acguaintances. Circles are also used to teach about public 
and private body parts, places, and behaviors. 
Individuals with intellectual disabilities do not stop 
growing and learning when they move from a group setting 
into a Shared/supportive living situation. Important 
learning about life-making independent decisions about 
where to live, with whom, and what relationships to develop 
with others—take place within the context of their new 
living situations. Learning to interact with a wide 
variety of people in normal situations enhances life skills 
by giving freedom of choice through trial and error. 
People learn how to make decisions to support their guality 
of life. Without meaningful social interaction, quality of 
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life is minimized. Being active participants in the 
community is the only way to maintain and enhance 
communication and social skills (Fegan, Rauch, & McCarthy, 
1993, p. 45). 
Researchers agree that individuals with disabilities 
need to interact with people of both sexes to experience 
the range of relationships available to others in the 
community and to help them in determining their own sexual 
lifestyles. They need access to the health care 
information and tests regarding sexual issues. Their 
questions and concerns need to be addressed with the same 
respect and dignity as others in the social community. In 
the context of these interactions, they learn to recognize 
symptoms in themselves, and to seek medical attention and 
to take the precautions of safe sex and birth control. The 
key is for individuals with disabilities be seen by the 
community members as men and women first regardless of 
their abilities. Acknowledging the sexuality of 
individuals with disabilities allows them to learn how to 
be men and women responsible for their own sexuality. They 
are empowered to take up legitimate roles with individual 
choice in social situations and institutions. 
Independent Living 
Jay Klein's article (1992b), "Get Me the Hell Out of 
Here: Supporting People with Disabilities to Live in Their 
Own Homes," describes the Residential Support Program at 
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Centennial Development Services in Greeley, Colorado that 
began in 1985. No one model or approach worked for 
everyone in this new venture. Central to this new vision 
was the belief system of values for everyone involved 
(Klein, 1992b, p. 13). There was a great need to unlearn 
lessons from the past and "deinstitutionalize” the role of 
support persons. 
Staff members began by supporting individuals in the 
community instead of overseeing groups and designing 
programs (Klein, 1992a). They fostered community 
independence, connections with friends, and interdependence 
of relationships with others. Some mistakes were made 
along the way such as trying to teach individuals wanting 
their own home how to be prepared for all skills they might 
need. The outcome was that many individuals did not need 
all the skills just as many others who live in the 
community do not need to learn how to clean their homes 
because they have someone who provides that service. 
Program organizers looked at what the individual with 
disabilities wanted to learn. Staff worked to assist 
individuals in the areas they wanted others to do for 
themselves as a way to model more normal approaches to 
daily living. At the outset, many health care experts 
believed that disabled individuals needed twenty-four-hour 
supervision. They assumed individuals lacked the abilities 
to respond in an emergency situation. As the project got 
t underway, it was shown that very few individuals needed the 
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24-hour supervision, but most did need 24-hour access to 
telephones, beepers, computers, intercom systems, and tape 
recorders as well as the assistance of friends, neighbors 
and other community supports. Despite these results, Klein 
noted that a 24-hour supervision requirement continues to 
be used by governmental and private agencies in their 
agency contracts. 
A need to focus on the individual was central to the 
design of each home setting. Relationship building was an 
integral part of a supportive environment. Key questions 
included who are the people the individual would like to 
know as friends or partners and how can these relationships 
be facilitated (Klein, 1992b, p. 308). Support persons 
shifted their roles to concentrate on getting to know each 
person's wants, needs, visions and hopes for the future. 
Forming a team to support the individual to live in 
their own home was a key step in the process. The team 
negotiated with and between the individual and the 
providers to determine what levels of support were wanted 
and needed. A major theme was that systems are to blame 
for what does not work for individuals in communities 
rather than individuals' inadequacies or actions. The 
questions to be asked focused on how can providers take 
responsibility for system failures and remove system 
obstacles (Klein, 1992b, p. 310). 
The Greeley program found people with disabilities 
wanted to move into their own homes. This process was 
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facilitated by key values, agreed-on criteria, and 
individual motivation. Individuals who had continually 
been moved from place to place often communicated a desire 
to find a living situation in which they were comfortable 
without being constantly relocated from one program to 
another due to their perceived behavior or perceived needs 
(Klein, 1992b, p. 313). 
The need to know the neighborhood before moving is 
important, but it is first necessary to determine where the 
person wants to live. Caregivers need to assess what the 
individual is currently receiving for support and to 
explore the possible ways support can be given. This 
requires carefully examining who can deliver support, how, 
when, and what affect it will have on an individual's 
lifestyle. Klein placed types of support in three 
categories: 
On demand—support only when needed could be 
accomplished by beeper or intercom. 
Scheduled support—on an agreed upon schedule. 
Immediately accessible support—support always 
available within minutes obtained when needed but available 
within minutes. 
All of these supports must be flexible enough that 
individuals can switch roommates or need not to have a 
roommate (Klein, 1992b, pp. 321-322). It is important in 
building community connections to know what the 
\ 
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individual's interests are and what, if any, relationships 
# 
they want to renew or continue contacting. 
Support persons facilitated connections to the 
community by introducing individuals and assisting them to 
establish and maintain relationships. Locating a place to 
become the individual's home and determine what adaptations 
need to be met in order to meet the needs was the next 
step. Identifying the home, negotiating with the owner, 
having a friend or relative co-sign the lease, and 
establishing credit in the individual's name were all parts 
of the process (Klein, 1992b, p. 325). The key was for 
everyone to understand that the home belongs to the 
individual and his/her rights as owner/renter will be 
protected. This means that if a support person does not 
get along with the individual, the support person is the 
one who was moved. 
Klein (1992b, p. 325) urged moving away from service 
agencies that "treat” individuals toward building supports 
that are needed and wanted. Roles change when the support 
person becomes an interpreter and facilitator of 
individual's wishes and dreams. Coming to know the 
individual and identifying their personal goals creates 
formal and informal supports for each individual. Since an 
individual's needs are often complex, it is important to 
simplify ways in which individuals receive support. 
Klein (1992b, p. 331) challenged caregivers to see 
problems and concerns through the eyes of the individual 
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with disabilities by listening to them. Moreover, there is 
a need to involve individuals with disabilities as much as 
possible in organizational issues including agency 
contracts for service, consultations involved in the 
hiring, monitoring and evaluation of people providing 
services, developing support groups, and serving in 
advocacy roles. 
Organizational and personal histories, offer guidance 
for future activities and relationships. There is a need 
to record and discuss the past in order to encourage 
positive futures. Klein looked at the lives of three women 
in the community and found that caregivers must give up 
viewing individuals and their support as a part of a 
continuum of services. It is important to replace this 
view with a vision of individuals with unigue dreams, 
gifts, aspirations, and needs. Before enabling individuals 
with disabilities to live independently, caregivers must 
first truly believe that individuals can and should be 
living in homes of their own in neighborhoods and 
communities. 
Case Studies of Alternatives Programs 
Throughout the United States a rich array of program 
models can be found for serving persons with developmental 
disabilities. These programs are variations of the 
"Shared/Supportive Living" model, and they offer 
alternatives to traditional institutional and community 
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group home settings. In this section of the literature 
review the researcher will describe several notable program 
models, and key issues they raise for the care of 
individuals with developmental disabilities. 
Community Living In North Dakota 
In her paper, "Individualized Supportive Living 
Arrangements," Julie Ann Racino (1991, p. 113) discussed 
Pride Industries of North Dakota, a private nonprofit 
agency providing community living and work opportunities 
for 160 individuals with developmental disabilities. It 
was nominated as one of the best examples of community 
living for adults in North Dakota and the first program to 
be involved in supportive living arrangements in that 
state. 
The program emphasizes individuals living in 
apartments and working in the community. Individual 
funding comes primarily through Title XIX home-community- 
based Medicaid waiver, started by the North Dakota 
Department of Developmental Disabilities on May 1, 1987. 
This program is administered at the local level by the 
department's regional office through contracts with private 
providers (Racino, 1991, p. 114). Each individual can 
choose who he or she wants to live with and have a viable 
role in the selection of their own housing. The individual 
with disabilities receives services in individually owned 
or rented residences. Individual service plans are 
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developed before the establishment of a specific funding 
# 
amount for the individual thereby providing the opportunity 
for greater individualization and flexibility. 
According to Racino (1991, p. 115), the support 
services range from a few hours to 24 hours a day financed 
by the home and community based Medicaid waiver. 
Supplements from the state can be used to provide room and 
board. The Individualized Supportive Living Arrangements 
(ISLA) program provides the opportunity for the individual 
with disabilities to live in his or her own home and 
continue to receive needed services. Referrals to the ISLA 
program are from the individualized Habilitation Program 
team. The team includes the individual, family members, 
case managers, and professional service providers who 
design what the individual will need to be an integral part 
of the community. As participants in their community all 
individuals lease their own apartments. For financial 
reasons individuals with disabilities all live with a 
roommate. Finding good supportive staff continues to be a 
major focus. The initial contract for service hours is 
only for three months because of the difficulty of knowing 
the reaction of the individual placed in a new setting. 
Teaching financial planning, food preparation, and 
apartment upkeep can be included as specific individual 
goals in the service plan. Individual informal and formal 
supports are determined as needed on a daily basis. 
Importance is placed on the individual services not being 
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intrusive to the individual with disabilities. Support 
* 
strategies include finding housing near to staff persons as 
well as using emergency support systems and safety devices. 
Racino (1991, p. 121) saw the ISLA promoting openness 
to change, creativity and flexibility. Mutual learning is 
a key on-going theme. Important to this vision is the 
concept of looking at an individual's behavior as a way of 
communicating personal choices and preferences. There is 
trust and support by management and direct care staff with 
one another. The ISLA program emphasizes control of one's 
life. Basic to the concept of individualization is the 
issue of flexible funding which follows the individual. 
Pride Industries continue to face the issues of 
individual control versus organizational growth. There are 
questions about what do rights and dignity really mean, and 
the importance of continued creativity and fostering 
relationships. The staff at Pride Industries see 
behavioral changes in individuals who live in their own 
apartments. Most individuals gain an increased sense of 
independence and self-worth. 
Nevertheless, some individuals with severe 
disabilities who need for 24-hour care often have 
difficulty in receiving emergency support systems, 
clothing, home furnishings, leisure and recreational 
programs under the Medicaid waiver program. Within this 
program little importance is given to building community 
relationships. The focus is on roommate relationships and 
53 
staff fostered relationships. There continues to be the 
♦ 
on-going issue of the state and the agency using the 
readiness model as basis for an individual being able to 
independently live in the community. 
Racino (1991, p. 127) noted that the organization and 
the program still more closely resemble many of the 
apartment programs in this country than a more person- 
centered approach. Interestingly, the use of the term 
"Supportive Living" in North Dakota differs from the way 
the same term is currently used in Massachusetts. The 
Pride Industries model would be considered Supported 
Living, not Shared/Supportive Living, in Massachusetts 
because individuals with disabilities in North Dakota live 
in the community with a roommate and near agency staff. In 
Massachusetts Shared/Supportive Living refers to the 
placement of individuals with a family in the community. 
Family Living in Burlington. Vermont 
Robert Bogdan (1991, p. 244) discussed the dynamics 
of family living arrangements in his paper, "This Isn't A 
Program, This Is Our Home: Reflections on the Over- 
Professionalized Approach To Caregiving." Bogdan (1991, p. 
244) interviewed a practitioner in the field of 
developmental disabilities who with his wife and friends 
formed a nonprofit corporation with the help of local 
businessmen. They built the house they live in with three 
adults who had been institutionalized for many years. 
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Sharing a home in Burlington, Vermont are Al Vecchione, his 
wife, Linda, two young sons, and Molly, Ted and Lisa who 
are considered profoundly retarded with medical, social and 
behavioral issues. Al Vecchione sees where they live as a 
home not a "program." 
Vecchione believes that bureaucratic compart¬ 
mentalizing in the form of individual service plans and 
programs obscure the reality that every individual needs to 
be loved and cared for by others. Caregivers come in to 
the human service field with good intentions may get 
overpowered by the bureaucratic structure of rules and 
regulations. The result is that the system does not 
adequately serve individuals with disabilities. 
Bogdan (1991, p. 247) noted that personal motivation 
was high priority for Al Vecchione in helping to support 
Molly, Ted and Lisa and in turn having the opportunity to 
change someone's life. The continuous opportunity to be a 
part of Molly, Ted, and Lisa's life meant seeing them as 
friends—accepting them for who they are. Molly, Ted, and 
Lisa appreciate the supports provided for them, as their 
life experiences heretofore had included little education 
and a reliance on others to make decisions for them. 
Vecchione measured success in terms or personal 
happiness and care, not bureaucratic regulations about the 
correctness of the landscape or the proximity of shopping 
facilities. Vecchione's approach raises the question about 
the meaning of normalization. Typically, the way 
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normalization is implemented takes away from the quality of 
having a natural relationship with another individual. 
Service providers "are doing normalization rather than 
having a good time" (Bogdan, 1991, p. 249). It is the 
individual's life that is important and not just his or her 
behavior. Vecchione believes that too many individuals who 
work in human services say they are training the individual 
to be independent. For them teaching skills is important; 
providing an enjoyable home is not their goal. By contrast 
Molly, Ted, and Lisa are part of the Vecchione family and 
if they become independent that is an added benefit but 
that is not the primary goal. 
When hiring help for Molly, Ted and Lisa the job 
description is "to be part of the family," that is, to help 
in whatever areas are needed. The goal is to have 
goodhearted and energized individuals to assist with Molly, 
Ted, and Lisa. This family does not have a turn over in 
staff. Bogdan notes Molly, Ted and Lisa have had a 
extensive amount of training but they seemed to learn more 
by just being part of a family. The family setting teaches 
individuals how to help out as a part of the group, and, in 
this case, a highly regulated program is not needed. 
According to Bogdan (1991, p. 251), the Vecchione 
family has been contacted to expand by taking more 
individuals, and to set up more homes and programs. The 
Vecchiones do not support increasing the number of 
individuals in their own home but they are willing to show 
/ 
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others who want to implement the same design of family life 
# 
and working for yourself. Too often, caregivers have a 
philosophy of good intentions but are given an 
inappropriate framework. They then treat individuals with 
disabilities not as family members but as clients who must 
learn behavioral objectives without enjoying life. It is 
important when hiring caregivers and service providers to 
have them not only follow written rules and programs, but 
find out what is right for each person from the inside— 
helping individuals to achieve what works with each 
person's temperament. 
New Supporting Directions 
Burton Blatt (quoted in Nisbet, 1992, p. 2) observed 
that "in the real world people learn from each other, help 
each other and protect each other. In the field of Mental 
Retardation one must be licensed to teach, certified to 
treat, and commissioned to protect." Professionals have 
responded to the problem of overly restrictive environments 
imposed upon the mentally retarded. Although there has 
been increased acceptance of individuals with disabilities, 
there has been little support to include them in the day- 
to-day life and work of communities (Taylor, Biklen & 
Knoll, quoted in Nisbet, 1992, p. 2). Individuals with 
severe disabilities have had relationships limited to other 
individuals with disabilities or paid service support 
personnel. Too often the individual is not regarded as a 
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valuable contributor to the communities in which he or she 
# 
lives. 
Nisbet (1992, p. 2) argued that our human service 
system has not kept pace with the move toward increased 
self-determination promoted by the passage of the Americans 
With Disabilities Act of 1990. Bureaucracies which provide 
assistance for individuals allow few individual rights, 
choices and minimal power for the individual served. 
Claiming to be specific to the individual's needs, wants 
and desires, the services provided in community living, 
educational/vocational and individual support programs are 
what the "system" has created. The individual is rarely 
seen as a human being with personal issues that are 
specific only to him or her. Rather, service providers use 
a clinical notion of services that looks at issues as 
problems to fix without asking the individual to make 
decisions that affect one's guality of life. 
Funding agencies, both state and federal, have 
promoted highly specialized and segregated services. These 
systems have created programs for labels rather than for 
individuals (Smull, 1989). Services are defined by the 
system and not by the individual with disabilities and his 
or her family. An individual's needs are often addressed 
only partially or in inappropriate ways. In too many cases 
the individual's ability to "fit" the system means they 
receive little service or support. Adding to the problem, 
recognized services often fail to acknowledge that family. 
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friends and community members may become a personal support 
* 
network for the individual with disabilities. Present 
funding structures with their governing guidelines prevent 
individuals from using their economic resources in more 
individualized ways to develop a more flexible lifestyle. 
The Individual Service Plan (ISP) focuses on the 
individual's disabilities and is designed to place the 
individual into an existing program that relies largely on 
professional opinion and decision making. The person has 
little opportunity to initiate and direct the actions 
affecting his or her own life. The planning part of the 
Individual Service Plan focuses not on the on-going process 
of improving guality of life but rather on the product. 
Often the goals of the plan are completely forgotten until 
the next yearly meeting (Nisbet, 1992, p. 3). 
In "Crises in the Community," Smull (1989) called for 
the development of alternative patterns of service delivery 
that enable individuals with disabilities to make use of 
community resources. He urged adopting a paradigm of 
support not of programs. Smull supported changing the 
thinking regarding individuals with disabilities and the 
services provided, program organization and funding. In 
this new vision, direct funding assistance to the 
individual, family living, natural networks, and circles of 
support along with supported living and supported work are 
all part of a movement away from bureaucratic structures. 
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Natural Supports 
* * 
The term "natural supports" is easy to define. The 
difficulty lies in dealing with the inherent organizational 
structures that have been put in place to provide services 
to individuals with disabilities that do not support 
individual choice. Many individuals with disabilities have 
difficulty gaining control over their lives. For example, 
adults placed in sheltered workshops in preparation for 
competitive employment rarely go on to become successfully 
employed in the community (Nisbet, 1992, pp. 6-7). The 
risk of taking natural supports to the extreme can be the 
complete loss of professional services. Increasingly, 
however, the use of natural supports means providing 
assistance and advocacy at a different level. 
At present Jan Nisbet does not see natural supports 
emerging when professionals are in control. There is a 
need to listen and to support the development of 
independent family councils and self-advocacy groups. 
Additionally, it is important to enact policies that 
provide financial support through voucher funds paid 
directly to the individual with disabilities and their 
families. Changing the role of the service provider to one 
of a facilitator is another important step. Service 
providers are directed by the individual, not the system, 
when natural supports are in place. 
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Community Membership 
# 
John O'Brien and Connie Lyle O'Brien (1992, pp. 18, 
23) contend that "good lives for people with severe 
disabilities depend on whether they are recognized as 
members of the social networks and associations that 
constitute community." Individuals who play a viable part 
as members in their community have opportunities to engage 
in valued roles while forming "personally significant 
relationships." In daily life, "denial of membership 
decreases the power of the people with severe disabilities 
to pursue their own goals and increases their vulnerability 
to dehumanizing, or neglectful, or abusive treatment." 
Service providers tend to group individuals with 
disabilities together, exert control over their lives under 
the name of therapy, and support their economic poverty. 
In order to receive services, individuals with disabilities 
are bound to the very system that keeps them separated from 
others in the community. 
In one survey, individuals with disabilities who hold 
jobs in the workforce were found to often have positions 
that are considered undesirable and low paying. Often 
human service staff modified the ways in which workers with 
disabilities performed jobs by breaking them into smaller 
tasks. Supervisors and co—workers were supportive of the 
individual with disabilities with a show of positive 
communication. Still, many of the individuals with 
disabilities did not form close relationships because job 
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coaches placed themselves between the workers, regulating 
their work and personal break time. 
There must be continued effort by individuals with 
disabilities and their support systems to continue to 
enhance their recognized membership in community. 
Otherwise, the quality of their membership will continue 
not to be a positive one. Sharing the same experiences of 
working, recreating, and communicating with neighbors and 
friends helps to legitimate membership in the community for 
individuals with disabilities. 
A key to successful programs are the social supports 
that caregivers and human service personnel give to 
individuals with developmental disabilities. Social 
support comes out of four different aspects of daily life: 
1) Feeling attached to other people who are 
emotionally important, 2) Having the opportunity 
to engage in shared activity, 3) Being part of a 
network of people who can approach one another 
for information and assistance, 4) Having a place 
and playing a variety of roles in economic and 
civic life. (O'Brien & O'Brien, 1992, pp. 27-28) 
Sadly, social involvement does not seem to be the focus for 
most available services. 
Community Supports 
Rannveig Traustadottir (1991) in a case study prepared 
for the Center of Human Policy at Syracuse University 
defined "community supports" as a key issue in the lives of 
individuals with disabilities. The term "community 
supports" encompasses the services and social relationships 
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provided to the individual with disabilities by agencies 
and other providers. In building community supports, it is 
essential to see how the individual's social environment 
connects to his or her well-being. 
Smull (1989, p. 1) sees the failure to connect 
individuals with disabilities with other community members 
as a product of community-based services. A "Person 
Centered" approach that uses personal community connections 
and informal networks is ideal. In this way programs and 
services fit the individual in the community setting. 
Smull and Bellamy (1991, p. 2) described new 
dimensions to current service delivery that build on and 
strengthen informal community support networks. Developing 
strategies to connect individual with disabilities to 
others in the community are called "life-style planning," 
"circles of friends," and "bridge building." Each of these 
designs interweave both professional services with natural 
networks. For individuals with disabilities in their 
communities. The result is to provide the individual with 
disabilities with personal choices to fit the individual's 
needs. 
There is a need to define the relationships of the 
formal support systems and informal support networks and 
who should provide support. Traustadottir's (1991, p. 3) 
case study focused on one individual with disabilities and 
the supports provided and what does "community support" 
mean in his life. Additionally, he asked what does choice, 
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empowerment and autonomy have to do with community support? 
And what does the support mean to the human service worker 
providing the support? This particular individual was born 
in 1912 and had been a part of the institutional and 
community-based settings all his life. The 77-year-old 
man's human service worker provided major personal support 
as well as being his friend. 
The individual human service worker relationship and 
the facilitating of the individual's communication and 
interactions in the community were viewed over a two-year 
period. This study revealed "support” is a complex 
activity with many different but interconnected aspects 
(Traustadottir, 1991, pp. 22, 31). Support consisted of 
practical assistance which included physical technical, and 
personal work. Translating, facilitating and negotiating 
who does what in the relationship was an important issue. 
The human service worker's ability to take care of 
difficulties and problems lessened the individual's 
insecurities. 
Traustadottir (1991, pp. 22, 31) believed formal 
support services should start with and strengthen informal 
networks of support in the community. Interweaving builds 
connections between formal support services and community 
networks of family, friends and neighbors. It was found in 
this study that the human service worker provided both 
formal and informal supports as needed. The success of the 
\ 
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individual served was based on the relationship built 
between the individual and the human service worker. 
The issue of individual choice was a major factor in 
deciding important issues. Crucial components of the 
support role have to do with the people's personalities. 
Traustadottir (1991, p. 36) noted this study shows policies 
written for individuals with disabilities influence the 
everyday lives of those involved. The individual 
experienced living in the community but primary membership 
was still in the human service world. He was "Out" in the 
community but lived in the community among other 
individuals who are devalued in society. 
The challenge is to make the individual with 
disabilities a full participant in his or her environment 
and this action is not built into the service system. 
There must be a “bending of the rules" to provide 
flexibility of supports for the individual. An "Emerging 
Support Paradigm" has been instrumental in enhancing ways 
in which the individual with disabilities can connect with 
his or her community. Supporting this reality is the need 
to know more about the individual before community 
integration takes place. 
Person Centered Planning 
"In Telling New Stories: The Search For Capacity Among 
People with Severe Handicaps," John O'Brien and Beth Mount 
\ 
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(1989) contend that an individual with disabilities is 
often seen by professionals in terms of the regulations 
that support a need for services. Providers look at 
objective data concerning personal behaviors, ability to 
perform tasks, and self-responsibility at the worksite. 
The use of objective data leads to individual's needs being 
discussed mainly by professionals who have spent little 
time with him or her. 
O'Brien and Mount documented the assumptions human 
service organizations use to make sense of their roles. 
Using research by Sarason (1981), they noted that acquiring 
information about the individual with disabilities by 
observing him or her in isolation from the social setting 
assumes that the person remains the same. Objective data 
defines a level of education and intelligence that then 
determines one's potential for personal development. 
Personhood is revealed only when others support the 
individual in creating his or her future. Personal 
disabilities are recognized and therefore can receive help 
from others. If the prescribed program for the individual 
is followed, then the individual will succeed. 
Hierarchical structures control the decisions made by the 
experts in the field who use impersonal testing standards. 
Using an approach they call "Personal Futures 
Planning," O'Brien and Mount (1989, p. 4) set forth an on¬ 
going problem-solving process that is centered around a 
group of friends agreeing to meet and to work in support of 
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an individual. A plan is focused on an individual's 
# 
capacities, inherent abilities and personal interests as 
determined by the individual and persons who know him or 
her best. A goal is to strengthen the individual's 
connections to intricate community relationships and 
resources. Individuals with disabilities are assisted by 
the personal commitment of others to take action with 
others or on their behalf. A facilitator helps to support 
the effectiveness of the support group and does not try to 
manage the group. 
Specifically, Personal Futures Planning seeks to 
clarify and understand the person's vision; share 
information on opportunities and obstacles; develop 
strategies for moving toward the vision with the person; 
analyze and solve problems; offer mutual support; and 
celebrate positive changes. Personal Futures Planning 
centers on the individuals speaking, personal commitment, 
careful listening, and shared action. The role of experts 
is to listen and cooperate. Personal Futures Planning 
provides an opportunity for the individual with 
disabilities to have services developed by learning new 
ways to do new things with less programming by caregivers 
and more personal action by the individual. 
Inclusion through Recreation and Leisure 
Bruce C. Blaney and Elissa L. Freud (1994) in "Trying 
to Play Together: Competing Paradigms in Approaches to 
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Inclusion Through Recreation and Leisure" (p. 237) drew on 
* 
the experience of 12 individuals with disabilities to 
discover what factors promote successful community 
inclusion in recreation and leisure activities. What 
emerged from these case studies was the interaction and 
often the contest between two abstract approaches - a 
"recreational paradigm" and a "community membership 
paradigm." 
In the past, recreational approaches were highly 
popular and established support for social inclusion. But 
community membership and social relationships seldom 
occurred. According to Blaney and Freud, (1994, p. 237) 
when the community membership paradigm was understood and 
shared "an impressive level of community inclusion was 
achieved in recreational activities settings." Successful 
inclusion in social settings follows from an understanding 
what inclusion is and how to develop supports to achieve 
it. Paramount is the human service field's on-going 
paradigm shift. Old ideas and models must be meshed with 
new ways of accomplishing activities. 
Blaney and Freud (1994, pp. 238-239) focused on five 
areas for developing a working definition of social 
inclusion: 
. Freguency of inclusion activities—for example, 
attending church on a weekly basis. 
. The duration of an activity affects the level of 
inclusion—for example, regular and repeated activities 
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including greater opportunities for interaction such as 
daily visits. 
. "Intensity of interaction is more difficult to 
measure"—for example, two people reserving a special time 
each week to be together thereby becoming more inclusive. 
. "Proportion is a dimension of inclusion"—for 
example, promoting experiences in which "there is a natural 
proportion of people with and without disabilities." 
. Symmetry: "where the person with a disability is a 
recipient"—for example, when an individual without 
disability provides assistance to an individual with 
disability. 
. Symmetry where "the person with a disability is 
equal to the person without a disability"—for example, a 
true peer relationship such as when an individual with a 
disability is "a regular member of a sports team." 
. Symmetry where "the person without disability is a 
recipient"—for example, "the individual with disability 
is not recipient in the relationship, and not only equal in 
the relationship, rather that person is what may be called 
the benefactor in the relationship." These relationships 
are far rarer than the previous two. 
Blaney and Freud described four individuals with 
disabilities (Barbara, Anne, Paul and Brian) who had 
experienced exemplary social inclusion in their lives. 
Paul is a 38-year-old man with developmental disabilities. 
He had lived in an institution until the age of 15 when he 
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returned to his family's home. At the age of 34 he went to 
live in a supported living project allowing him more 
independence. His relationships and roles in the community 
increased as he became a church member, good neighbor, self 
advocate. 
Personal growth for Paul has been enhanced by the 
change in his living situation and the role of his 
supported living provider, "Community Opportunities." 
Community Opportunities staff assisted him to learn about 
his community and to manage his household. According to 
Blaney and Freud (1994, pp. 244-245), "underlying all these 
efforts was the core value of the supported living 
paradigm—the commitment to turn over more and more control 
to Paul for the direction of his life." His confidence to 
participate in the community gave him a number of new roles 
and thus a changed identity from "mentally retarded" to 
"citizen" of his community. 
Paradoxically, the commitment to choice and personal 
empowerment that was a major strength of the supported 
living paradigm was a major weakness of the supports for 
Paul. Paul's recreation and leisure activities were his 
decision as long as he continued to be happy. Paul was a 
member of a church congregation but soon after his joining 
several members of the congregation developed a segregated 
class for all members with disabilities. The problematic 
issue was that Paul then became resegregated although 
criteria of choice and personal self-satisfaction were 
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being met. Blaney and Freud (1994, p. 245) acknowledged 
that "personal freedom and choice were synonymous with 
elimination of barriers, especially controlling rules and 
expectations." Assessing values of choice, personal 
freedom and personal empowerment is hard because of an 
individual's previous experiences: 
1) The arrogance of professional dismissal of the 
expressed desires and interests of the people 
with disabilities, 2) The rationalization that 
choices for social isolation and segregation in 
the absence of experiences of inclusion are 
actually free choices. (Blaney & Freud, 1994, p. 
245) 
Blaney and Freud noted that without Paul's life 
experience of regularly attending church classes for 
adults, he had no basis on which to make his choice to 
participate in class with others with disabilities. Thus 
Community Opportunities had not helped Paul learn the value 
of inclusion for his personal and social growth. Community 
Opportunities eliminated barriers to inclusion, but 
informed choice and active support for individual decision 
making were missing. Paul's own competencies in community 
participation overshadowed Community Opportunities system. 
There are few safeguards for the individual with 
disabilities who are less able to engage in community 
activities on their own. 
Two different value systems and support paradigms 
affected the outcomes, and the roles of individuals in the 
support process. Both community membership paradigm and 
recreational paradigm (Blaney & Freud, 1994, p. 248) 
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support removal of "barriers to access and support people 
with disabilities in being physically present in 
recreation/leisure activity and settings." The community 
membership paradigm "views access and physical presence as 
means to social relationships and membership roles rather 
than ends in themselves." Quality of relationships and 
roles enjoyed by the individual with disabilities are the 
terms measured for effectiveness. 
The recreational paradigm's goal is "the physical 
inclusion of people with disabilities in recreation/leisure 
activities and settings by eliminating the attitudinal and 
physical barriers that prevent their physical presence" 
(Blaney & Freud, 1994, p. 249). The result is the 
individual having enjoyable growth by promoting recreation 
and leisure experiences. The outcome is measured in two 
ways. First, providers assess the quality of the 
experience by the opinions of the individual partaking in 
the activity and its impact on self-esteem. Second, 
providers can examine "frequency of attendance, duration of 
participation, and effectiveness of support for long-term 
involvement." 
According to Blaney and Freud (1994, p. 252), 
individuals with disabilities are becoming more viable 
participants in their communities and taking leadership 
roles. The focus is to broaden the scope of "physical 
inclusion to include in-depth understanding of social 
inclusion." The recreational paradigm "is able to generate 
72 
quite powerful experiences of enjoyment and self-esteem" 
* 
without promoting relationships or membership in community. 
Acceptance of segregated activities within the community 
for the individual with disabilities is not a supported 
goal for the future of social inclusion. 
Both recreational and community membership paradigms 
use a similar language but are different in focused goals 
and strategies. Thus verbal commitments and mission 
statements to inclusive recreation are not reliable 
indicators of an understanding of inclusive outcomes. 
Blaney and Freud support the need to study both paradigms 
and to "realize the vision and outcomes of the Community 
Membership paradigm." 
Conclusion 
Based on this review of the literature, the following 
issues seem salient or important for understanding the role 
of Shared Living as a new approach to the community-based 
care of adults with developmental disabilities: 
The Mental Health field is seeking new models to 
support individuals with disabilities in community-based 
rather than institutional settings. 
. Natural supports help to facilitate role changes in 
service delivery from service provider to facilitator and 
interpreter of the individual's wishes and dreams. 
. A new vision or paradigm of support using community 
resources and diverting funding to the individual not the 
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program is emerging in a system of varying natural networks 
such as "Circles of Support," Supportive Living and 
supported work. 
. Community activities, both work and recreational, 
foster independence in that support "normalization" for 
individuals with disabilities. 
\ 
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CHAPTER III 
RESEARCH DESIGN AND METHODOLOGY 
This study will use a qualitative research design to 
investigate the attitudes and perceptions of Adult Foster 
Care Providers concerning Shared/Supportive Living 
arrangements for adults with developmental disabilities. A 
qualitative study is particularly appropriate for this 
research topic. Adult Foster Care and Shared Living is a 
relatively new concept in Massachusetts, as well as other 
states as well. Most providers have been involved in 
Shared Living Programs for less than three years. These 
"pioneers" in the field are creating policies and 
procedures through their practice. As new issues arise, 
these providers work to resolve them without the benefit of 
formal handbooks, organizational regulations or research 
studies. They are institutionalizing activities based on 
their perceptions and input from other providers, and these 
practices will become the foundation on which future 
programs are built. 
Given the evolving and flexible nature of Shared 
Living Programs, the perceptions and attitudes of Foster 
Care Providers take on crucial significance. As pioneers, 
they are shaping the field. This study will document how a 
group of providers make sense of their health care and 
family living roles. It will use first person accounts and 
themes taken from interviews to document how they 
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understand their work and family lives. These perceptions 
# 
will be valuable sources of ideas for other Foster Care 
Providers and human service professionals as they seek to 
design and improve Shared Living Program models for 
individuals with developmental disabilities. 
The perceptions of individual Shared Living Providers 
are an appropriate topic for this type of Qualitative 
Research. Robert K. Yin noted in his book, Case Study 
Research: Design and Methods, that 
in the classic case study, a 'case' may be an 
individual. Thus, you can imagine case studies 
of clinical patients, or exemplary students, or 
of certain types of leaders. In each situation, 
an individual person is the case being studied, 
and the individual is the primary unit of 
analysis. (1984, p. 31) 
Information about each relevant individual would be 
collected, and several individuals might be included in a 
’•multiple-case study.” In studying individuals, Yin 
suggests setting forth one or more research propositions to 
guide the investigation of individuals and their 
experiences. In this study, the primary research 
proposition involves what happens when someone becomes a 
Shared Living Provider. The goal is to document how 
Providers respond to the introduction of a new person in 
their family and professional lives. This research 
proposition will, in Yin's (1984, p. 31) words, enable the 
study to "stay within feasible limits by concentrating on a 
specific aspect" of the concept of Shared Living. 
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Biographical and Demographic Summary 
* 
The first part of this study consists of biographical 
and demographic summaries of 10 Adult Foster Care Providers 
and their families in one Massachusetts county served by a 
single human service agency. This human service agency, 
called Expanding Horizons, was incorporated in 
Massachusetts in the 1970s and currently serves over 50 
deinstitutionalized adults with developmental disabilities 
in a variety of program models. The agency is presently 
specializing in Shared Living and is in the process of 
closing its small group homes and assisting those 
individuals to move into family living arrangements in the 
community. 
Between July and November 1994 during the time that 
this research was conducted there were 27 providers in the 
agency's network. All the Adult Foster Care Providers in 
the study are independent contractors with the Expanding 
Horizons Agency. Some but not all also have full or part- 
time jobs in addition to their work as Foster Care 
Providers. Biographical and demographic information will 
be compiled to provide an overview of the 10 Adult Foster 
Care providers in the study. Prior to each interview the 
researcher asked each Provider to self-report the following 
information: 
. age of providers, 
. gender of providers, 
. employment of providers, 
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educational background of providers, 
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. previous work background of providers, 
. geographic location of their family residence, 
time as a Supportive Living provider, 
• type of family unit and household members, 
. individual(s) served, 
. age of individual(s) served, 
gender of individual(s) served, 
. education/employment programs for individual(s) 
served, 
. frequency and type of respite support used by 
providers. 
This data, along with brief biographical descriptions 
of each Provider will be reported in Chapter 4. 
Interviewing the Providers 
The second part of the study involves interviewing 10 
providers about their role in this emerging health care 
occupation. Interview data will be gathered in two stages. 
In stage one, 30- to 45-minute semi-structured interviews 
will be conducted with 10 providers that focus on their 
experiences in providing Adult Foster Care and Supportive 
Living services to one or more clients. Interview 
questions will include: 
- How did you become involved with Adult Foster Care? 
- What is the length of time you have been a provider? 
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“ Describe your person or individual's characteristics 
* 
(how they communicate; what are their abilities and 
disabilities?) 
~ Describe a typical day—the successes and 
frustrations. 
- What is your version of a "job description" of an 
Adult Foster Care Provider? 
- What do you think about deinstitutionalization? 
A pilot 20-minute interview was done to refine the 
questions. Every effort was made to make these interviews 
open-ended. The interviewer followed the lead of those 
being interviewed as a way to open up new areas for 
discussion. The pilot interview proved helpful because it 
allowed the researcher to see how individuals would respond 
to the questions and set the tone for the interview. The 
individual provider chosen for this pilot interview later 
participated in one of the 120-minute interviews. 
In stage two, after all of the 30- to 45-minute 
interviews are completed, 90- to 120-minute interviews will 
be conducted with five Adult Foster Care Providers as a way 
to build a more complete description and to encourage 
reflection on this new health care role. First they will 
be asked to describe with as much detail as possible how 
they came to be an Adult Foster Care Provider. What 
motivated them to take on this new health care role? Then, 
the interviewer will focus on what is it like for the 
individual to be in the role of an Adult Foster Care 
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Provider. What changes have occurred in your families 
after becoming part of the Supportive Living Program? 
Finally, the interviewer will explore what it means to them 
to be an Adult Foster Care Provider. What do you see as 
the major needs for support and training? What types of 
respite arrangements have proven successful or 
unsuccessful? 
These longer one- to two-hour interviews are a 
modified form of a research method described by I. E. 
Seidman in his book, Interviewing as Qualitative Research 
(1991). According to Seidman, interviews should follow a 
seguence that enables interviewees to describe their 
experiences "in their own words." The first part of the 
interview concentrates on the life histories of 
participants before they entered the Shared/Supportive 
Living Program to become Adult Foster Care providers. A 
second part of the interview focuses on the specifics of 
the current Adult Foster Care role as experienced by 
providers. The third part of the interview probes the 
meaning of these experiences for providers. This approach 
varies from the approach of Seidman who stresses the need 
for three separate interviews conducted several days a 
part. The advantage of doing one long interview is to 
connect it with earlier interviews as a way to probe more 
deeply specific themes articulated by providers. 
All the interviews will be tape recorded with the 
interviewees' permission (See Appendix A: Participant 
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Consent Form). The tapes will be transcribed by a recorder 
# 
and then summarized by the researcher. Common themes will 
be identified and portions of the interviews will be quoted 
extensively in Chapter IV of this dissertation. The goal 
is to consolidate and present the information received from 
these interviews in order to describe the interpretations 
given to those experiences by Adult Foster Care Providers 
by using their own words. 
Interpreting the Interview Data 
Analyzing the transcripts of the interviews is a key 
step in the research process. 
For each 45-minute interview, the researcher will: 
. Read the transcripts; mark and label passages 
that connect to the key questions asked in the 
interview. 
. Identify additional issues and concerns not 
covered by the key questions. 
. Create a set of themes from the interviews and 
identify quotations that reflect the individual's 
thoughts and interests related to each theme. 
For each 90- to 120-minute interview, the researcher 
will: 
. Read the transcripts; mark and label passages 
that connect to the key questions asked on the 
interview. 
\ 
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. Identify additional issues and concerns not 
6 
covered by key questions. 
. Create a set of themes from the interviews and 
identify quotations that reflect the individual's 
thoughts and interests. 
. Examine the themes generated by the longer, more 
in-depth interviews in relation to the 45-minute 
interviews and link issues and concerns that are 
found in both interviews. Those issues and 
concerns that are found in only one of the 
interviews or among only a few of the 
participants will be identified as such. 
Profiles Based on Interviews 
Based on the longer, 120-minute interviews, two 
"Profiles" of Shared Living/Foster Care Providers will be 
assembled. According to Seidman (1991, pp. 91-92), 
"profiles are one way to solve the problem the interviewer 
has of how to share what he or she has learned from the 
interviews." 
In developing each profile, the researcher will 
synthesize a much longer amount of interview material into 
a first-person narrative of approximately 10 pages. The 
goal is to reveal the key ideas expressed during the longer 
interview. Used in this manner, the profile is a way to 
share how each provider sees their role. Identify aspects 
of the job that they view as important, and make sense of 
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the organizational frameworks the provider encounters in 
# 
their role as an independent contractor. 
Each entire interview transcript will be looked at 
using the first person voice of the participant. The 
intent is to summarize those parts of the interviews in 
which the individual emphasized how he or she saw their 
role as a Foster Care provider. This process involved 
reading, marking and labeling key statements connected to 
questions asked of each provider. This will create a group 
of central themes that reflect the feelings and thoughts of 
the individual. It is also possible to identify additional 
issues or concerns not addressed by the questions asked but 
raised by the participants in the course of the interviews. 
Safeguards 
The researcher's responsibility is to protect the 
well-being of the interviewee and to respect his or her 
privacy when quoting directly from interview material. The 
interviews will take place in a safe environment which the 
participant will designate such as a living room in the 
Provider's house and in one case the living room of the 
researcher's home. 
Interviewees will be referred to by pseudonyms only, 
references to the interviewee by initials only, and 
reference to names or persons who have a personal 
connection to the interviewee and names of institutions 
\ 
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will be kept anonymous. The audio tape transcripts will 
remain in the possession of the researcher. 
Role of Researcher as a Provider 
A key element of this study has been the researcher's 
role as a Shared Living provider, working in connection 
with the Expanding Horizons agency. In this role, I had 
been engaged professionally in the activities that this 
dissertation study is investigating. Specifically, how 
Shared Living providers make sense of their role in an 
emerging healthy care system for adults with developmental 
disabilities. 
Because my role has many commonalities with the roles 
that other providers play, I offer the following overview 
of my roles and responsibilities as a provider. Prior to 
becoming a Shared Living provider, I was a counselor within 
group homes, served on the Alzheimer's Disease and Related 
Disorders Board, and worked with developmentally disabled 
and mental retardation groups. I joined Expanding Horizons 
as a Shared Living provider on September 30, 1994, and have 
continued in this position until February 3, 1996. I was 
approved as a provider following a process that included 
review of my resume, professional education coursework, and 
references as well as interviews with the Director and 
other staff from the Expanding Horizons agency. 
At the same time, the agency was engaged in a 
placement process designed to find an adult with 
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developmental disabilities who could be integrated into my 
home and community. This process included meetings with 
prospective adults and a review of the relevant medical and 
psychological records. The first proposed match was not 
deemed appropriate after a series of discussions. The 
individual's family decided on another type of community 
placement. 
The second adult was a 28-year-old women who was 
previously living in a community-based group home and 
working in the community. 
Once Enola was placed in my home, I assumed the full 
role of a Shared Living provider. I was responsible for 
24-hour-a-day, seven-day-a-week care, although Enola did 
have a regular job placement from 8:00 to 4:00, Monday 
through Friday. Routine jobs included working for food 
services, waitstaff, and cleaning rooms. 
In addition to family and home responsibilities such 
as cooking meals, doing laundry and cleaning the house, I 
took on a series of other human service-related roles. 
First, I became a member of the ISP Team that included a 
clinician, agency representatives, and other mental health 
professionals. We met regularly to discuss how best to 
coordinate services and improve health care delivery. 
Second, I was responsible for facilitating health care 
and related mental health services. When Enola needed to 
go to a doctor or dentist appointment or connect with other 
service providers, I oversaw the coordination and provided 
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transportation. When issues arose between service 
providers, I had to attend meetings to resolve those 
matters. 
Third, I was responsible for maintaining accurate 
records and conducting ongoing documentation of my role as 
a provider. Record keeping included what medicine was 
taken and what health-related issues emerged. I also had 
to document the specific steps I was taking to meet the 
goals outlined in the service plan. For example, to meet 
the goal of community integration, I documented evening 
social events and other leisure time activities. Over 
several months, I became frustrated by several aspects of 
my role: (1) Bureaucratic procedures. There was an 
enormous amount of record keeping expected of providers. 
(2) Frustration regarding consultation and shared decision 
making between agency staff and providers. Agency people 
typically thought they were doing a good job of keeping 
people involved, but many providers felt their role was 
misunderstood. (3) Goals of independent living for adults 
with developmental disabilities often conflict with 
organizational structures that encourage dependency. Too 
often, I found Shared Living was still shared dependency. 
As a Shared Living provider, I gained unique insights 
into the role that has enabled me to conduct this study. 
In the way an anthropologist gains access to a cultural 
group by living among them, I became familiar with the 
routines and pressures of Shared Living providers by 
86 
becoming a provider. Over time, I became well acquainted 
* 
with my colleagues and gained their trust, in part because 
I was doing the same type of job they were doing. 
Trust and access were key elements of the interviews I 
conducted with Shared Living providers. I believe people 
spoke openly and honestly about their experiences because 
they recognized that I, too, was experiencing some of the 
same issues and concerns. They gave me access to their 
experiences and, in so doing, revealed important 
information that would not have been available through 
surveys or other statistical research methods. 
At the same time, I acknowledge the potential 
limitations and difficulties that emerge when one attempts 
to research one's own professional role. It is possible to 
miss certain issues or aspects of the role when one is 
directly involved in the day-to-day work of Shared Living. 
It is possible that another researcher would have asked 
questions differently or asked different questions. At the 
same time, the interview methodology provides a way for the 
providers to speak directly, in their own words, about 
their roles. By quoting directly from the interviews and 
including in-depth profiles of two providers (see Appendix 
B), I offer a portrait of how providers understand their 
work. 
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CHAPTER IV 
FINDINGS OF THE STUDY 
This chapter presents the major findings of this 
study. Ten Shared Living Providers for adults with 
developmental disabilities participated in a series of 
taped interviews focusing on their experiences in this new 
health care role. General information about the 
professional background providers was also collected. The 
result is a description of Shared Living programs as 
experienced by the Shared Living Providers themselves. 
This chapter consists of three parts. Part 1 provides 
demographic and biographical information about each of the 
providers who participated in the study is summarized. 
These facts reveal information about the individuals who 
are pursuing this professional role, including their prior 
experiences as Human Service workers and their current role 
as mid-career caregivers. 
In Part 2, interview data is arranged according to the 
following themes: 
1) Personal, family and work histories of providers. 
2) Descriptions of what it is like to be a Shared 
Living Provider. 
3) Ways that providers characterize their 
relationship with the individual in their care. 
4) Organizational issues and tensions between agency 
and family roles, including responses to respite 
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care arrangements and other support systems for 
# 
providers. 
In Part 3, first person narratives drawn from the 
interview data present the role of two Shared Living 
Providers in their own words. These detailed profiles 
offer a unique first-person perspective on the rewards and 
pressures facing providers as they seek to integrate a new 
person with developmental disabilities into their existing 
family. 
Biographical and Demographic Information 
Providers range in age from 27 to 51 years old. Of 
the ten providers seven are female and three are male. All 
ten providers have had professional or personal experiences 
in the field of human services prior to becoming a Shared 
Living Provider. These experiences include background in 
direct care services with developmentally disabled adults. 
Prior to entering the role of shared living 
providers, five providers worked as staff people in direct 
service agencies. One provider worked as a vocational and 
everyday life counselor in an agency serving adults. Four 
worked as direct care staff in a group home. One provider 
worked as Educational Instructor for developmentally 
disabled adults. One provider worked as a House Manager in 
a group home with responsibilities for all aspects of 
operation. One provider worked as a Program Manger at a 
Sheltered Workshop. One provider was student pursuing a 
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Masters in Social Work degree. One provider was 
receptionist briefly for a veterinarian and worked in a 
semi-structured group program. 
When the providers joined the Shared Living Program, 
their professional lives changed dramatically. Seven of 
the ten have their primary employment as providers while 
three individuals combine their role as a provider with 
another human service job. Of the three individuals who 
hold other jobs, one provider has continued as a counselor, 
a second provider remained an educational instructor, and a 
third took a position as a mental health therapist after 
completing graduate school. 
As a group, providers are highly educated. All have 
completed high school. One provider has a Masters In 
Social Work. One provider has a BA in Social Services. 
Two providers have Associate Degrees in Human Services. 
One provider has completed one year and half of relevant 
college courses. In addition, all providers have extensive 
background in direct care services with developmentally 
disabled individuals. 
Three providers have teenage children in their 
household. Four providers live in Amherst. Two providers 
live in Northampton. Three providers live in Easthampton. 
One provider lives in Hadley. 
At the time of the study, two providers have been 
involved in Shared Living for one and half years. Four 
providers have been involved in Shared Living for two 
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years. Two providers have been involved in Shared Living 
0 
for one year. One provider has been involved in Shared 
Living for one year and eleven months. One provider has 
been involved in Shared Living for one year and 2 months. 
One family provider is a husband and wife team. 
It is difficult to categorize the types of 
disabilities experienced by the individuals with 
developmental disabilities served by the Shared Living 
providers who participated in this study. Experts in the 
developmental disabilities field seek to avoid labeling a 
individual's complex set of physical and emotional 
characteristics and so did the providers in their 
interviews. They acknowledged their individuals have 
profound needs for care and support, but they did not use 
any one term to describe those conditions. Nevertheless, 
some generalizations about the individuals served by the 
Shared Living program emerged from the study. 
All of the individuals served by the providers are 
under the jurisdiction of the Massachusetts Department of 
Mental Retardation. All had formerly lived in state 
hospital or community-based group home programs. 
Individuals served are 30 to 42 years old. Six individuals 
are female and four are male. One individual has completed 
basic skills at Belchertown State School. Five individuals 
attend\attended Riverside Industries. Riverside Industries 
is a vocational and Activities of Daily Living Learning 
Program. One individual attended the Chicopee basic skills 
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learning program. One individual completed the eighth 
* 
grade. Two individuals educational/vocational records are 
incomplete. 
Providers must perform multiple roles during their 
professional workdays. Participants reported their daily 
time expenditures as shown in Figure 4.1. All categories 
of provider professional responsibilities have shown 
variations given the changing dynamics of the individuals' 
needs. 
Personal Care 
Figure 4.1 
Reports & 
Meetings 
How Time is Invested 
The type and frequency of Respite Care varied 
considerably among providers: One individual has thirty 
hours of respite. Two individuals have respite in house 
mornings. Two individuals use no respite at this time. 
One individual is independent and does not require respite. 
Two individuals use respite infrequently. One individual 
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is in process of designing respite. One individual has 
# 
frequent respite in house and at other individuals' homes. 
The following brief biographies summarize the personal 
and professional backgrounds of the providers who 
participated in this study. In each case, a pseudonym is 
used to ensure the anonymity of participants. 
Rita 
Rita is 32 years old and married with a teenage 
daughter and son. Her personal journey in human services 
began over ten years ago. Several positions in the field 
as direct care staff, job coach, and supervisory capacities 
have provided her with the vision that persons with 
developmentally disabilities are individuals first. Her 
strong desire to provide continuity in the life of the 
individual she has worked with for many years helped to 
support her and her families desire to have this person 
become part of their family. 
Aaron 
Aaron is 40 years old, unmarried now sharing a home 
with an individual whom he had in a direct care capacity 
for three years. After this period of time, Aaron spent 
five years in a meditation community on personal 
reflection. Returning to the local area and in need of a 
job he once again applied for a position in a group home as 
he explained "There was a certain amount of grace involved 
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for me. "He assumed that someone was setting the 
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opportunity for him." From these personal experiences he 
noted "I am blessed to be asked to be a Shared Living 
provider—providing an opportunity for the individual to be 
more a part of a natural living environment." For Aaron, 
"It is another level of affecting people's lives." 
Barbara 
Barbara is 51 years old and has grown children and is 
a grandmother. Her path to Shared Living began in the 
1970s working in the "state hospital" and progressed to a 
group home setting for seven years with a local agency. 
She is presently sharing a home with an individual who she 
provided direct care to for several years. Barbara sees 
this opportunity as very rewarding for her. She says, 
"Let's be free and be people and live—live a life," when 
she talks about Shared Living. 
Connie 
Connie is 42 years old and a single parent with a 
teenage son. Personal experiences working with individuals 
with developmental disabilities at a very young age were 
the beginnings of a human service directed career. Connie 
has a BA in Social Services. Working in many different 
settings as a swimming instructor to individual with 
developmental disabilities, volunteer in an asylum in 
Spain, foster parenting, counselor in a children's home, 
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instructor in migratory educational programs, educational 
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instructor at a local agency and professional cook provided 
her with a diverse background in learning about an 
individual's wants, needs and desires. Connie candidly 
says she was looking to alter her own personal situation so 
my own needs and my family's needs could be met 
more than in the present working situation. 
It turned out she 
was a friend of the mother of the individual I 
now share a home with. 
Davine 
Davine is 47 years old, divorced and the mother of a 
grown son and daughter. She is also a grandmother. She 
has a degree in Human Services. Her early working years 
were in the audiology department at Belchertown State 
School. For twelve years she was house manager for a group 
home overseeing all aspects of daily life for the 
individuals who lived there. Davine was introduced to 
Shared Living by a relative who was an early participant in 
this new way of living. In Davine's words, 
It feels like being home raising a family again. 
For now, 
It does not feel like working. 
Joan 
Joan is 39 years old and unmarried. Her early life 
experiences growing up with a neighbor who was labeled 
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"different" and treated inappropriately helped to support 
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her deep respect for individual with developmental 
disabilities. After working for several years in the human 
service field and earning her degree, she believes that her 
early career decision has been self-fulfilling. 
Marcus 
Marcus is 32 years old, married and is a mental health 
therapist in the local area. His journey to becoming a 
participant in Shared Living began in his teenage years 
with the supportive role he had in his family—helping 
people resolve conflicts. From his first job as a child 
care worker for severely retarded children and adults to 
his present position as a provider, he sees this new role 
as facilitating independent living. Being a constant 
support person, he notes, 
My role is somewhere in between a staff person 
and a friend or support. 
Pam 
Pam is 27 years old, unmarried and a sister to the 
individual she cares for as a Shared Living provider. She 
is single. Her personal goal was to build a relationship 
with her sister who she had not interacted with for several 
years because of long-term institutionalization. 
\ 
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Carlene 
Carlene is 32 years old and a co-participant in Shared 
Living with her husband. Carlene spent several years 
working with individuals with developmental disabilities as 
a direct care worker. She has a gentle supportive approach 
to all issues regarding Shared Living. She has an intense 
desire not to uproot the individuals who live with them. 
As Carlene and Anton enthusiastically remarked: "They are 
family." 
Themes From Interviews 
This section of the chapter presents a group of key 
themes that emerged from the interviews I conducted with 
Shared Living Providers from the Expanding Horizons Agency. 
I present them as much as possible in the words of the 
providers themselves as a way to show how each individual 
is making sense of their roles as a caregiver, human 
service provider, and family member. Each theme represents 
the views of several providers, so that individual 
perspectives become part of a larger Shared Living 
experience that is common for most or all of the people 
studied. 
Theme One: Personal. Family and Work Histories of Providers 
The ten "Providers" in this study have had many years 
of experiences with developmentally disabled children or 
adults as human service workers. Family and work 
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experiences had a strong role in motivating most 
participants to become Supportive Living-Adult Foster Care 
providers. Joan recalls how influential persons and early- 
life experiences played a key role in her decision to 
become a provider. 
It really started way back when I was just a 
little kid. There was a lady who lived on our 
block who was mentally retarded and her mother 
was brave enough to allow her to walk around the 
block by herself. She was old when I was a kid. 
The kids around the block used to tease her, and 
she would cry. And my mother had told us that 
you don't tease, that's just not something you 
do. That she couldn't help herself, that's the 
way she was. I always felt badly. She used to 
bring us lollipops and she just, she really was 
the person who got me started—interested in the 
field. 
Later as a teenager, Joan worked as summer camp 
counselor with mentally retarded youngsters. The camp was 
for children with disabilities which included mental 
retardation, blindness and deafness as well as physical and 
emotional handicaps. During school hours the Special 
Education Director asked Joan if she would like to work as 
an aide during her study halls in the Special Education 
classroom. She worked there until graduation from high 
school. Then a few years later she again volunteered for 
two summers at the camp. 
I spent as much time there as I did at my full¬ 
time day job. I would get out of work and buzz 
up to the camp and stay until eleven o'clock at 
night. I loved it! 
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Her experiences going to college as a nontraditional 
student added to her interest in the field of Human 
Services. 
It took me 20 years before I got my Human 
Services Associate's degree but throughout that 
time I worked at group homes, worked a stint at a 
school for autistic young adults and was a 
monitor for mentally retarded man who could get 
extremely aggressive. However, he and I became 
buddies—we would sing to each other. 
For six years she was a staff person in a sheltered 
workshop program for disabled adults. 
Jobs were brought in from the community. I dealt 
with behavioral issues as well as teaching and 
training the people to do the jobs. People were 
not paid minimum wage for these jobs. I wouldn't 
have worked for what they received and come home 
and say I would stay there. But unfortunately, 
that wasn't a choice for them. 
For Joan the choice to become a Provider was obvious: 
I feel like working with developmentally disabled 
people is sort of in my blood because of all the 
years of experience. 
When the opportunity arose to become a provider, Joan 
eagerly joined the agency. 
It is something I wanted to do for a long time. 
Having worked with the developmentally disabled 
in so many roles, I always thought 'wouldn't it 
be nice if I could have a person in my home that 
depended me' instead of always going to theirs, 
which really never was there own. 
For Davine, her work experiences in the Human Service 
field were key factors motivating her to the decision to 
become an Adult Foster Care Provider: 
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I did not know that anyone with 
developmental disabilities existed until I was 26 
years old and I went to work at Belchertown State 
School. I worked at that institution for seven 
years first as a junior clerk and then as a 
audiometric technician. Working with the people 
doing hearing exams and teaching them to do the 
hearing exams I was able to meet everyone who was 
housed there. During this time I went to 
community college and completed my Human Service 
Associates degree. 
Human Services became her career field after community 
college graduation. Her job was in a group home where she 
eventually became house manager. 
I was responsible for the staffing, trainings 
and solving all the problems associated with 
running the home. 
She thought about alternative types of health care but did 
not know that Supported Living Programs existed. She found 
out quite unexpectedly after talking to her niece who was 
doing supportive living with a local agency a few months 
ago. She suggested that Davine write a letter and request 
an interview with the agency. Davine was interviewed liked 
both the Shared Living Concept and the agency, and a person 
with developmental disabilities came to live with her in 
the winter of 1993. 
For Davine, working independently affords her the 
opportunity to design her days as she wants which working 
at a group home did not allow. She feels she is providing 
a supportive environment for her person much like when she 
was raising her children. 
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Another provider, Marcus related how his family role 
# 
influenced his decision to enter the Human Service field 
working with developmentally disabled people: 
I have been in Human Services jobs since I 
was 18 years old. My role in my family was one 
that a lot of the family members leaned on me in 
terms of support. I think that my interest in 
the field started from that role. I would often 
become involved in helping family members resolve 
conflicts. Today they would call me a 
parentified child. From these early beginnings 
Human Services was the correct field for me. I 
enjoyed every aspect of the work. 
His first job was a child care worker for severely 
retarded children. It was during this time that Marcus 
entered school to study a prior interest in Landscaping and 
Arboriculture. Soon after completing this degree he 
returned to the Human Service field and later received a 
degree in Human Services. He interweaved both interests as 
a horticultural teacher's assistant and Human Service 
Worker working with mentally retarded individuals. 
A few years ago he and his wife became interested in 
Foster Care having interviewed with an agency for a young 
person with special needs. Marcus recalls this situation 
was not a good match. Shortly after this opportunity 
Marcus and his wife saw an ad in the paper for a local 
agency advertising for Foster Care Providers. They 
interviewed to be support persons to two individuals and 
once again agreed that the arrangement was not for them. 
Several months later the same agency called and everyone 
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agreed that a young woman would be successful in their home 
* 
environment. 
Making the decision to become a provider was primarily 
motivated by his interest in the field. Nevertheless, 
money was also a consideration, as it provided extra income 
during the time that both he and his wife had returned to 
school. Marcus sees Adult Foster Care as a "corrective 
familial kind of experience" for him and his wife. His 
role is somewhere between a staff person and a friend or 
support. 
Unlike many of the other participants in the study, 
Aaron became a Foster Care provider without prior plans to 
work in the Human Services: 
I never intended to do Human Service work. 
For five years I lived out of state in a retreat 
setting. In the 1980s I stumbled into Human 
Services, I was not working for awhile and 
someone suggested that I apply at a local Human 
Service agency. I worked in one of their group 
home for six years becoming a full-time live in 
support person. One day a friend spoke to me 
about the new concept Adult Foster Care— 
Supportive Living. 
Aaron found this new health care design most appealing from 
a professional standpoint. 
I felt like somebody was working to set up this 
opportunity for me. I remember when group homes 
started and that was great compared to living in 
institutions. The smaller size of the homes 
allowed for more individual care. So I 
interviewed for the position at the same agency I 
had been working. The person I am providing 
Foster Care for I had a prior relationship with 
in the group home. Now it's 40 hours or more 
one on one. 
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Like other Providers, Aaron was attracted to the 
* 
concept of Shared Living as an alternative to more 
institutional and bureaucratic forms of health care: 
I see this concept as providing the person 
with an opportunity to be a more natural part of 
a natural setting. For me the opportunity is to 
just be able to focus on the person that I am 
with—unlike all the diversions at a group home. 
One of the uplifting things about Supportive 
Living is how just changing the concept changes 
the way we look at and deal with something 
making it much easier to provide a better guality 
of living. 
Like Aaron, Barbara was impressed by the opportunity 
to provide a more supportive form of health care as a 
Shared Living Provider. Barbara worked for 14 years in 
various state hospital positions. She was direct care 
staff in a group home for developmentally disabled adults 
for seven years and one of her clients was a person she has 
chosen to share her home with. She recalls the 
institutions as mostly maintenance and group homes were 
mini-institutions. By contrast. 
Adult Foster care is so much freer—there is so 
many more choices. I always wanted something 
like this concept to happen. 
Barbara was approached by the agency she worked with to 
share her home with someone she had known for several years 
and she become a provider. 
Like Davine, Connie's work and life experiences lead 
to her return to Human Services. Connie's first Human 
Service experiences as a child in Girl Scouts teaching 
swimming at the "Y" to developmentally disabled children. 
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Living in a foreign country during high school she 
volunteered at an asylum. As an adult, Connie worked in 
community organization groups for foster parent and as a 
counselor in a children's home with adolescent girls. 
When I moved to this area I utilized my 
professional cooking skills, I did not expect to 
return to social services. 
After working as a professional cook, Connie began 
working as a personal care assistant to an elderly woman. 
Four years later I continue to work as an 
instructor/case manager in a day program for 
adults with developmental disabilities. I was 
looking for a way to alter my financial needs and 
family needs that my current work situation was 
not addressing. 
Connie saw an ad in the local newspaper for a Shared Living 
Provider and applied one full year before she became a 
provider. Connie lives with the person who also is 
instructor/case manager at the day program. 
Anton and Carlene are husband and wife who worked 
several years in a group home with the individuals who have 
become part of their family. Anton found his own personal 
experiences with the 11 system" a strong motivating force in 
becoming a Shared Living Provider. He had worked in the 
industrial trades as a machine equipment operator for 
several years. 
I had no real background in Human Services only 
as a parent of a child with special needs. 
Later he worked with developmentally disabled individuals 
in a rehabilitation setting in another state. 
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For the past 14 months, Anton was a direct care worker 
in a group home. Now he shares his family home with two 
persons he has had a long-standing relationship with in the 
group home. This was not according to any plan. 
I came in through the back door, having been in 
the system myself, gave me a little slant on how 
things should be. I needed a job and found 
working with developmentally disabled folks very 
rewarding and interesting. 
Anton sees Shared Living as a way for individuals to 
become more accepted by the community: 
Rather than grouping a number of people with 
disabilities together, you are looking at a 
family setting, which to some people gives the 
folks that we are working with and that we care 
about more legitimacy in the community. If they 
can be accepted in a family, I think people are a 
little more at ease with them. 
Providers were dissatisfied with group homes. This 
was a major motivation for them to enter Shared Living. 
Theme Two: The Roles Of Providers 
Each of the individuals interviewed found that they 
had to change their lives dramatically to become a Shared 
Living Provider. Both professional and personal responses 
had to shift away from previously established patterns. 
Behaviors that were appropriate in a group home setting 
were not appropriate in one's own home. At the same time, 
behaviors that had been appropriate in the family had to be 
evaluated now that a new person had joined the family 
group. 
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Barbara described her new role as a Shared Living 
Provider in terms of her relationship with the adult woman 
who now a part of her family: 
I never thought I would become a provider but 
that's what I am being paid for. I'm a nurturer. 
I see myself as someone who is a support person 
and as someone who will open windows for Diane. 
Someone who will show her the things she has 
never experienced. She is not my child. Most of 
the time I know where to draw the line, between 
nurturing and taking care of. 
Becoming a Provider altered many things that Barbara 
had taken for granted about family patterns and 
relationships: 
My life has changed I am not as a free as I was. 
Sometimes I need to get away. Sometimes it is a 
little trying. It's just that when I need to get 
out - that's the bottom line. It is good that 
respite is there for us. I am not naive enough 
to think that I will always be her provider. I 
would love to see her move on and become more 
independent. 
Unlike the other participants in the study Pam is a 
Provider for her a member of her family. Caring for her 
sister changed their relationship in unexpected ways. 
There was an opportunity to develop a new connections with 
her sister whom she had not seen in five years. 
I wanted to become friends with my sister. 
My older sister and are friends. It's hard to 
develop a relationship with someone that is in an 
institution and you only see them once or twice a 
month, and when you see her she is so excited to 
be out of the place that she is unmanageable. I 
was robbed of developing a relationship with my 
sister because she was an institution for so many 
years. As a provider it means that I can ensure 
that my sister is safe, physically and 
emotionally. I am here to help her to heal, and 
to help her to be happy. I am here to let her to 
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explore. It's not a job. 
rejuvenating. 
It's life! It's very 
Pam's role as a "mother," sister, and a guide 
included taking care of all the medical and professional 
issues that are part of living with someone who is 
challenged. Pam noted that 
. . . we are all challenged in our own way. As a 
provider I am a roommate and a friend - it's 
emotional—it's exactly the way it would be if we 
were living with somebody else with a little bit 
more support build in. 
Two of the participants in the study share the dual 
role of provider and instructor/case manager to the persons 
living with them. Rita has worked in the Human Services 
for approximately 14 years. 
I worked in group homes as direct care staff and 
as a supervisor. In day centers I was a job 
coach with developmentally disabled and autistic 
adults. 
Rita got started as a Provider as the result of a network 
of colleagues in the field. 
I was working as casemanager/instructor at a day 
center when I received a call from a local agency 
asking if I would be interested in shared living 
with a person I had been working with at the 
center. I thought 24 hours a day, that is going 
to be a little too much. How am I going to do 
this? I work full time and have a family. My 
family thought it was a wonderful idea—and that 
I should pursue it. The person who would be 
sharing our home had spent many holidays with us. 
She had become part of our family. And I was 
very close with her mother and father. It seemed 
so natural to have her live with our family. 
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After several months, Rita had begun rethinking her 
# 
role as an at-home caregiver and family member. 
I am more of a homebody now and I know I need to 
go out a little bit more. I think that no one 
can take care of Inge better than me. I know I 
need to break away and trust my family more with 
Ellen's care. I don't utilize respite as much as 
I should, and I think it is very important for 
families to take their breaks. You are going to 
burn-out if you do not take time away from each 
other. 
Rita also experienced a need to redefine who she is 
professionally. 
It has been a real plus for our family having 
Ellen live with us. Sometimes it is hard because 
I don't know what my position is. Am I Mom? Am 
I a best friend? Are we just housemates? What's 
my title? How does Ellen really look at me? Even 
my kids say, "This is my sister." We are a very 
happy family but without respite it would not be 
fun - everyone needs time away. 
Anton also described facing some major changes in his 
lifestyle since joining the Shared Living Program. 
Repeatedly, people intrude on his family life. 
There is always a meeting to attend, interviews 
to have, and trainings to participate in. Tends 
to put you under the microscope and definitely 
denormalizes your life. 
Additional issues for Anton are the structure of the 
program and economic safety. 
There is a lack of feeling of economic security. 
This is not a job like the residential group 
home. Contracts are written with thirty-day 
clauses, with or without cause your services can 
be terminated. An entire lifestyle pulled out 
from underneath you and income removed even some 
housing is attached to the contract. It is like 
a sword hanging over your head. We are still 
\ 
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working with rules and regulations that were for 
residential placements. 
Anton continually mentioned that the combination of 
bureaucracy and home life was confusing and upsetting. 
It makes life a little crazy. Where is the 
spontaneity? Where is the freedom of lifestyle? 
There is a need to consider a normalized family 
centered lifestyle. 
Carlene and her husband worked for several years with 
the two individuals who are now family. The twenty-four- 
hour living situation is different than the rotating shifts 
in the group home setting. With this experience, 
they are two individuals in a setting with a 
mother, father comprising a family. We are 
consistent not like when they were in the group 
home. People were not consistent so they were 
often getting mixed messages from staff members. 
I play the "mother" role helping and supporting 
with daily skills and connecting with the 
community. I help to make their lives better for 
them. I am their friend, but also somebody who 
helps them. I am not their mother and I don't 
want to be their mother. We treat them like 
adults not like children. I think they feel 
better about themselves. It is still a role—but 
they are my friends and I try to give them a 
better life. 
Providers experienced many changes in established 
lifestyle patterns and relationship role changes as they 
explored the concept of Shared Living. 
Theme Three: Relationships Between Providers and 
Individuals With Disabilities 
Throughout the interviews, providers gave lengthy 
descriptions about their relationships with the individuals 
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who had become a part of their families. For everyone, 
there was a period of adjustment as the new member of the 
family learned others' routines and responses. There was 
frustration as individuals with disabilities repeated old 
behavior patterns. There was an effort to redefine the 
meaning of the term "disability." 
Each individual represented a unique set of talents 
and potentials that providers sought to discover, as one 
participant noted: 
As these gentlemen are part of our family I 
sometimes feel frustration when I must repeat 
myself several times when asking them to complete 
a task, because I see the reaction as just 
focusing on what I am asking them to do. 
Sometimes one of the gentlemen will become angry 
and he will sign "angry" and I have to stop and 
talk with him. He becomes angry sometimes at our 
overly energetic son. He loves our daughters 
often hugging them and signing with them for 
communication. He involved himself in games that 
the family is playing. 
Carlene talks about socialization in the family being 
different than in the group home. 
Friends come to visit and everyone in the 
household becomes a part of the communication. 
Our gentlemen do not have family connections so 
we are their family. 
Social acceptance of a new member of the family and 
the community was an important goal for Rita. At first, 
members of her family were a little uncomfortable with 
having a person since they were not sure how to communicate 
with an individual with a disability. Slowly, their 
attitudes have changed: 
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Since Ellen has lived with us I have noticed a 
difference in attitude, a "comfortableness" that 
seems so natural for the family members. I 
believe in the past they have felt very uneasy 
being in the community and seeing a disabled 
person. I see that feeling is completely 
disappeared since Ellen is part of our family. 
They love Ellen very openly. They have no shame. 
They introduce Ellen to their friends as she is 
part of our "family" and they expect their 
friends to welcome and accept her. 
Rita observed that the other members of the family now 
openly support and care for their newest person: 
My children are very protective of Ellen and I 
think that is very special. They ask the person 
to shake Ellen's hand or sometimes say "what is 
wrong with you?" They think it is abnormal now 
for people to act strange around Ellen when they 
are out in the community. They are on a mission 
as well as I am—helping society see that people 
with disabilities are no different than anyone 
else and they should not be judged because of 
their disability. When Ellen is not feeling 
well, they will rub her back and say, "Ellen, 
what's the matter?" They want to be helpful to 
her. When someone asks, "How long is Ellen going 
to live in your home?" they say "We hope 
forever." We are not thinking about her living 
elsewhere. I am very proud of them for being 
this involved and caring about Ellen and taking 
part in something very special. 
Rita saw her role as a family living Provider serving 
a therapeutic function: 
I see myself as a tool with Ellen helping 
her to find direction for herself. I see Ellen 
and people with disabilities in a different way. 
With my co-workers who have always had a 
structured mentality I am able to share with them 
a different focus on ways to see and accomplish 
things with Ellen. A different way of treating 
people. Pumping them up with the idea that yes 
these papers may say this person is severely 
disabled but are they really? And having higher 
expectations of the individual pushing him or her 
to show their real abilities. Making sure to 
\ 
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talk to the person as an adult and not degrading 
them by talking as if I was talking to a child. 
Rita also described her role in educational terms: 
It is important to observe a person's behavior to 
see if he or she is bored or does not like what 
they are learning to ask questions. Let's change 
their teaching environment. Change what is going 
on with them day to day and watch to see the 
differences. I know that people are beginning to 
look at behaviors differently at work because I 
have expressed my feelings so much. Let's look 
at the "whole picture" and then evaluate. 
The result is growth and change: 
Ellen and others have expressed appreciation for 
choices through facilitated communication and 
through the changes in behaviors. Ellen accepts 
people into her world now—she wants to hold your 
hand or set next to someone. She lets us into 
her world by allowing us to know what she is 
feeling and what she needs. She no longer acts 
aggressively when she does not want something. 
When Ellen communicates a wonderful time, she can 
yes and no, what she likes and does not like. It 
is important to me that she feels loved and that 
she knows she is wanted and appreciated and that 
people want to be with her. 
Connie sees the issue of socialization as an important 
aspect of her role in supporting the person she has added 
to her family. In this context, the term "socialization" 
means learning behaviors and skills needed to interact 
successfully with others in a variety of family and 
community settings. In Connie's case, her person has very 
low-functioning communication skills and is unable to 
perform activities of daily living independently. 
Additionally this person has no verbal ability and is 
\ 
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unable to sign and does not initiate communication with 
m 
others. 
Connie described her efforts to broaden socialization 
skills as follows: 
Ken has an excellent relationship with his mother 
and family visiting with them twice a week which 
is the extent of social integration without me. 
His family does not take him into community as 
they find it "too difficult." I think what I 
have made important is for Ken to participate in 
all social integration. Broadening him beyond 
his own capability level, even though he really 
does not show an interest or have an interest in 
doing so on his own. It is difficult talking 
with the agency about socialization issues, 
because to provide for Ken what they would like 
us to provide for our individuals, what I would 
basically be doing is creating something 
unnatural. Creating it for him—it is not ever 
going to be Ken creating it for himself. It is 
just me following the goals of the agency to 
create for him. I noticed when all providers are 
together that most of the families were sharing 
homes with higher functioning people than I am. 
I think it makes it a little easier to create 
these possibilities for socialization when the 
individual is higher functioning. 
Barbara is frustrated with socialization issues 
regarding Diane integrating into her community: 
Diane is verbal with everyone and very social; 
talks with everyone in the neighborhood. 
Neighbors are wonderful with Diane, however, they 
have never invited her into their homes. I would 
be happy if one of the neighbors would ask her to 
have coffee. 
Sadly, attitudes among the general public have not 
progressed very far since the onset of deinsti¬ 
tutionalization. Most people regard individuals with 
disabilities with a mixture of fear and resentment. As a 
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result, individuals with disabilities feel uncomfortable 
♦ 
and unwanted in many social situations. 
Barbara talks about Diane not wanting to be with her 
peers. 
She has been at picnics and gatherings for years 
and she goes off by herself. If it is a picnic 
with her family or mine she will join in with us. 
I don't think she has the patience to deal with 
other persons with disabilities. She will wave 
her hand and walk away. 
Barbara noted that her person 
. . . has a difficult time leaving me and is 
always asking if she is coming back. She relies 
on me for everything. I don't see Diane in 
community by herself. Everyday tasks like 
crossing the street can be a problem. She is 
distracted by what's going on around her that she 
can't keep focused. I want her to go forward to 
be independent but it will have to be slowly. 
In Barbara's view, community-based experiences are a 
key to changing behaviors for individuals with 
disabilities. 
There has to be different opportunities to work 
in community; but the jobs have to carry some 
reward and satisfaction. I would like to see 
jobs other than fast food restaurants or grocery 
stores available. Some position with a little 
meaning. Fast food placed seemed to be the only 
employers willing to offer jobs to persons with 
disabilities. 
Menial jobs do not contribute to the individual's 
growth and development in positive ways: 
The individual acts out or doesn't show up for 
work. I don't think they take the job seriously 
as they could. There is the issue of being 
reminded to call in if not going to work, and 
being called on if late on breaks. There is 
responsibility. Somehow I don't think that they 
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know about job responsibility. They just slid 
through life doing whatever and if it doesn't 
work someone will come along and help you to the 
next thing. That's wonderful if we could all 
live like that. But we are trying to give them 
support and show them about life and 
responsibility. 
For Aaron, issues of socialization are a very 
important component of his relationship with his person. 
He described a sense of frustration in establishing limits 
and boundaries for acceptable and unacceptable actions. 
We have spent most of the time socializing at our 
home or one other provider's home which is a 
great blessing of this program for me. I have 
made some attempts at socialization with Richard 
that have been somewhat frustrating because in 
another setting he does not seem to have the 
socially appropriate boundaries such as opening 
someone's refrigerator and taking items out. 
Even routine activities are not without serious 
complications. This has been a particular issue 
when going to visit friends. People have invited 
us to their homes for dinner but that has been 
frustrating, although we have been invited to 
return. It has been struggle to design limits 
and boundaries so that we can enjoy spending time 
in other people's homes without it being a 
constant struggle. 
For Carlene, socialization is promoted by finding 
something her individual enjoys doing in the community. 
One of the gentlemen loves to dance. He is very 
social. He goes to a local dance place every 
Monday night. He attends the dance with someone 
he has developed a friendship with. In the past 
my husband and I would take him out socially but 
for him it made a difference that it was not 
someone he had developed a friendship. He enjoys 
activities separate from the family. He laughs 
and has a great time with his friend. 
As a result, Carlene sees progress in other areas of family 
life. 
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Like Aaron, Anton finds the process of building 
0 
friendships and promoting socialization goals to be slow 
and difficult. He had questions, but few answers: 
How do you get somebody to become involved and 
committed to have a "normal" friendship and 
relationship with folks that have been 
institutionalized, devalued, and who do not quite 
fit into some of the areas of our lives the way 
the average person thinks of fitting in. How do 
you get people to take a chance with these folks? 
And where do we get the skills to help them do 
this? Where do we get the skills or support to 
have the community to be open to acceptance? Many 
people continue to associate mental retardation 
and mental health issues in one group and are 
fearful over what neighborhoods will become if 
increasing numbers of the individuals become a 
part of communications. 
Anton saw the need for continuing education among 
providers and communities. 
There is need for training about how to help 
these folks make a friend and getting individuals 
involved and committed to making friendships with 
these individuals. 
In his view, Providers need many opportunities to discuss 
the issues they face and plan new strategies for meeting 
problems. 
One of the most controversial issues among the 
Providers is the process of deinstitutionalization of 
persons with developmental disabilities. Philosophically, 
they support community-based living arrangements, but they 
recognize many difficulties in changing long-held 
assumptions and behaviors. They also defined their roles 
as Providers as a step toward changing the health care 
system away from institutions toward families. 
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Rita urges, 
0 
* 
Close all institutions, group homes and state 
schools. They have been nothing more than 
holding tanks. It's all negative. There seemed 
to be a set format for those places and that is 
hiring people that are undereducated, who do not 
really care, and are insensitive to the needs of 
persons with disabilities. The staff are not 
interesting in teaching skills because the type 
of people hired do not have the skills 
themselves. I think these people need to be in 
the community seeing what real living is, and 
having the opportunity to live life to the 
fullest receiving the tools they need to survive 
getting the attention they have long been denied. 
They learn more positive ways to get attention by 
being in "supportive living" in the community. 
Barbara looks at institutionalization as mostly 
maintenance then gradually placing individuals in community 
settings where they might develop new skills. There is a 
need to do more one-on-one. 
I don't think I was invested in institutional 
settings and I was in group home and now much 
more invested in shared living. 
Barbara feels that deinstitutionalization is a positive 
development. 
I have friends who worked at state institutions 
and their idea is that it is terrible that 
they're out on the streets and they are home with 
someone. Let's be free and be people and live a 
life. 
Connie believes it is her responsibility educate 
others about deinstitutionalization. 
I think as a culture and as a society we should 
be ashamed of how long it has taken us to come to 
the process of deinstitutionalization. It is 
shameful to allow our counterparts in society to 
continue with their attitudes and behaviors 
toward persons with disabilities without 
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speaking. I see my role as an educator to the 
culture I consort with. I think that is a very 
important part of my job. 
Connie talks about a 60-year-old man who lived at a 
state hospital from the age of 16. She met him at a 
community dance. 
He is an excellent dancer, that means he is 
cognitively together enough to follow the pattern 
steps and socially together to dance with other 
people, be with other people, and have 
discussions. He lives in "shared living" and is 
proud of the progress he has made. 
Connie sees this man as an excellent example of why 
institutionalization has so many negative impacts: 
Think of how many years he was not allowed to 
grow and be. I look forward to seeing him every 
week. I talk with him a little about his life 
story and he shares information about what 
happened and how it happened - we communicate. 
Aaron values the way that deinstitutionalization can 
reduce the size and lack of autonomy present in large 
institutional settings. 
I think it is a wonderful change in a society in 
the culture that is industrialized and high 
technological and where there is so many big 
institutions, colleges and universities, 
societies and governments. It is incredible that 
in this particular field, part of the larger 
picture what we have been able to break down 
barriers into smaller and smaller units in order 
to create a better opportunity for the people we 
serve and better opportunity for the people who 
are serving. It really works and has brought 
many new fascinating experiences for the person. 
I do not know what the motivation was originally 
to make the groups so large. 
Aaron sees progress in current mental health care 
reform: 
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I am grateful deinstitutionalization has taken 
the direction it has. I did not know what 
direction the concept was taking when the group 
home model was conceived. I am grateful the 
group home was the forerunner of shared living 
which now provides a much more enjoyable 
environment for the individual. The individual 
served does not have to live out his or her life 
in an unnatural setting. The individual is part 
of the process of creating their own setting. 
The concept allowing for choice is powerful. 
Providers were motivated by their high expectations of 
the person to redefine the term "disability" and the social 
acceptance within the family and community. 
Theme Four: Organizational Issues And Tensions 
Participants in the interviews repeatedly raised 
organizational tensions and problems in their descriptions 
of their role as Providers. There was a sharp contrast 
between their expectations of the role they had chosen and 
the realities of the work. Most recalled their reasons for 
becoming a Provider; namely, to offer care for a person 
with developmental disabilities in a family setting. They 
imagined that the natural routines of family life would be 
beneficial to their person while also offering a rewarding 
role to each of them. 
After a period of initial enthusiasm, however, the job 
experience changed. They continued to enjoy their role as 
caregivers, but they found themselves increasingly 
frustrated by organizational and bureaucratic issues. For 
some Providers it was as if their home had become a state 
regulated facility with rules, regulations, documentation 
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and supervision that they had not anticipated and did not 
* 
want to do. 
Rita found that the organizational regulations and 
expectations associated with Shared Living took away her 
freedom to act spontaneously as a Provider: 
You have to map everything out before the 
activity. When issues in our home come up, I 
feel I should be dealing with them as though I 
would be any other situation in my home. I do 
not call on the agency for a lot of things 
because I don't feel what I need to call them for 
they can provide. 
In Rita's view, agency personnel have a different mindset 
than Providers: 
I think their frame of reference is still group 
home and what they think their staff may need. I 
think they have to be really clear to know that 
they have placed people in our homes where people 
care and people are a part of our lives. And 
yes, all the rules and regulations are there and 
you have to follow this bylaw and that, but I do 
not need all that support that they are offering. 
And actually it is nothing really I don't know 
what it is they are really offering. 
Connie is frustrated by the potential of her person- 
"let me say that reality did not meet the idealism I had- 
progress is slow." Her home is not focused solely on the 
person: 
I facilitate providing a comfortable happy home 
to all members of the household equally. I do 
not focus solely on the individual I do Shared 
Living with. The focus is for all parties to 
have as happy and as full a life in their family 
as possible. 
Connie has refocused her energies recently. She is 
part-time at her work and 
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. . . now the respite monies used for time needed 
for my going to work can be used for other 
activities I enjoy. I have less work to do, less 
pressure, and less stress. For me the 
frustration has been the discrepancy between the 
reality and the idealism about this concept; you 
do not realize the discrepancy until you are into 
the process. 
Another source of organizational tension for Providers 
centered around the services provided (or not provided) to 
their person by other agencies. Most individuals in Shared 
Living have regular contacts with Day Programs for 
vocational or educational services. Anton was particularly 
concerned about how these services functioned: 
The Day Programs I have seen I am not too 
impressed with. They are understaffed and 
underfunded. These facilities are not the type I 
would like to be attending or see someone I care 
about attend. 
Anton cited one facility located in an old converted 
factory. Better staffing is needed to serve the people. 
He talked about the ratio of people served to the staff 
providing service should be changed to accommodate both 
parties. "I think many people will continue to be 
frustrated in this environment." In his view, individuals 
do not receive individualized treatment. 
How do you concentrate on learning a skill, 
communicating your needs or learning to 
communicate better when someone is screaming or 
banging chairs? The entire atmosphere of the day 
programs needs changing. 
\ 
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Anton urges a general restructuring of these support 
programs. The facilities that are provided do not allow 
for separation of the needs of the individual. 
I have seen many well-intentioned people trying 
very hard to make this environment a better place 
for individuals served, however they become 
disillusioned and frustrated with the system. 
There is a lot of repetition and unnecessary 
paperwork which takes away from the energy given 
to the individual. It seems like there is too 
much government and not enough personal 
organization. 
Pam found herself frustrated by the lack of connection 
with community networks and old friends who were her former 
support systems. 
Lots of times I have been so caught up with my 
surroundings trying to connect all my sister's 
programs and supports that I am physically and 
emotionally exhausted. So I cannot go out and 
enjoy myself even with support persons for my 
sister. 
Pam faces the additional cost efficiency issue of limited 
respite funds. Two questions Pam is asking herself are: 
What about my time off and my goals for the 
future? And how do I separate from my sister who 
I live with and find my happiness? 
One of the most pressing issues revolved around how 
Providers responded to the demands of 24-hour-a-day, 7-day- 
a-week care of an individual with developmental 
disabilities. Many individuals have found themselves 
unprepared for the multiple roles that a provider is 
expected to perform. Most providers expected to be a 
caregiver with in a family setting. Many recognized a need 
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to also be an advocate for their person in mental health 
and legal settings. 
But a variety of other organizational and community 
roles have been placed on the provider. At different 
times, they must be a: 
. Record keeper 
. Program evaluator 
. Financial manager 
. Systems analyst 
. Community and agency liaison 
. Medicine dispenser 
Some said they lack training, and the demands keep coming. 
"How to keep all the balls in the air?" said one Provider, 
reflecting a feeling of being overwhelmed by the multiple 
roles they had to perform. 
Anton sees the need for Staff Development including 
on-going training as one way to cope with the demands: 
I have always been at the grassroots of care, 
concerned with the daily needs of the people. 
Now Anton sees himself as more politically active. 
My role must change if I am going to be 
effective. There is a need to learn new skills 
for communicating with many different agencies 
and individuals. 
Through staff development activities, Anton hopes he and 
other Providers can work together more productively: 
I see myself as an individual island, trying to 
float toward each other and consolidate into a 
little nation, trying to give us a stronger 
voice. 
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There is a need for training to be less directed toward 
regulations and more toward answering the question of how 
to expose the person to situations where they can make a 
friend, when he or she does not have the skill? 
Respite services and the need for support were another 
major source of tension and frustration for Providers. As 
Rita remarked, 
I know that respite is available if I were to 
need it. I have never used respite because the 
two times I have requested it, the people could 
not do it! 
Anton is clear about the issue for respite. 
There is a great demand placed upon our time— 
which does not always allow for personal 
interactions, sharing and socialization between 
spouses. 
In his view, there must be a set respite time that occurs 
regularly for each provider. As Anton said, 
The best intentioned folks in the world get 
frustrated. You really need an outlet—little 
mini-vacations to retain your sanity and to 
recharge your batteries. 
Carlene's thoughts on respite differ somewhat from 
Anton's. 
We do not need a lot of respite. Once we were 
away from the family and it was hard on me. I 
wanted to come home. I do not want our people to 
leave our home for respite for us. It is their 
home too! I think people need to spend some time 
away from others. I am overly motherly with 
everybody so it is hard for me to separate 
sometimes. 
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Providers were dissatisfied with the realities of the 
# 
role expectations; the lack of training for the multiple 
roles; and the need for more support in respite services. 
\ 
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CHAPTER V 
CONCLUSIONS AND RECOMMENDATIONS 
This study offers a window into the complex issues 
facing "Foster Care Providers" and individuals with 
developmental disabilities who, over a period of two years, 
have become members of the same family under the umbrella 
of "Shared Living." The researcher has talked with ten of 
these providers, often in their homes, and recorded their 
hopes and frustrations about an emerging role in the health 
care and human service field. The researcher also has been 
one of these providers, with a 30-year-old woman with 
developmental disabilities joining her and her college-age 
daughter in our home for the past two years. 
The researcher interviewed ten Shared Living Providers 
who are independent contractors with a human service agency 
in Western Massachusetts. Forty-five-minute, semi- 
structured interviews were conducted with each of them; in- 
depth 120-minute interviews were conducted with five 
providers. Questions were asked related to personal 
history of how the provider became involved in Shared 
Living. Interviewees were also asked about the dynamics of 
the relationship between the provider and the individual 
served. The goal was to document how providers viewed 
their roles and what organizational communications and 
supports did they perceive as important. 
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Perceptions and Themes of Providers 
Themes that emerged as important to individual 
providers were: (1) Personal, family and work history. 
Providers shared a common background of human service work 
experience, life experiences and, in one household, a 
family relationship. A number of providers said that 
educational background added to their vision of the 
environment of the individual served. Everyone interviewed 
reported seeking a natural flow toward the essence of 
individuality and living a life as unrestricted as possible 
by bureaucratic interventions into the lives of household 
members. Each provider saw shared living as an opportunity 
to share a household and create an exchange of both parties 
learning and growing with each other. 
(2) What is it like to be a provider? The professional 
role in Shared Living was described in many diverse visions 
as a support person, educator, friend, nurturer, family 
member, guide, mother. Two providers said they were the 
primary educator in the workplace, opening doors for the 
individual and presenting opportunities to develop 
relationships not previously allowed. 
Providers reported that they hold a high-demand, high 
responsibility position that requires attendance at 
numerous meetings, and a need for ongoing new trainings. 
Providers reported a change in their own lives, feeling 
intruded on by others in the organizational structure. As 
one provider noted, being placed "under a microscope" 
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denormalizes one's life. For some, there was an issue of 
# 
the lack of long-term economic safety contingent on 
contract guidelines with possibility of lifestyles being 
abruptly altered, sometimes with one's housing at stake. 
Providers report it is difficult to work with rules and 
regulations that were made for previous residential group 
home structures. There is a lack of spontaneity and little 
freedom of lifestyle. They stress the importance of 
everyone being treated as an adult in the household. 
(3) Relationships Between Providers and Individuals 
with developmental disabilities: Some providers reported 
an incongruency when asking an individual with 
developmental disabilities to complete a task and getting 
an emotional reaction. There was a desire to focus on the 
completion of the activity, and, at the same time, 
frustration at being asked more than once to accomplish an 
activity. They noted that it is not easy to establish a 
relationship in which individuals display emotion and 
affection and socialization. It is important that family 
dynamics be premised on an individual's ability to do 
something, not failure to do so. 
Some providers saw one of their personal and family 
goals to educate society that individuals with disabilities 
are not different and negative pre-judgment should not be 
placed on them. These providers stated that they have high 
expectations of the individuals in their households. The 
goal is to support them to develop their individual 
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abilities to the fullest potential possible regardless of 
* 
documents which label them severe and or profoundly 
disabled. In this role, the provider is presenting 
"choice" for the individual as an option to any activity. 
Seeing the individual as an adult as they see themselves in 
the world—looking at the whole person. The providers 
noted the importance of being open to how individuals 
communicate and the clues presented to what they are 
feeling and thinking and their willingness to engage in new 
activities. It is important to understand that some 
individuals may not want to be with their peers as an 
individual choice and to be supportive of that decision in 
a social setting. 
Many providers discussed the frustration of enlisting 
someone from the community to become friends with the 
individual because of a pattern of social development 
shaped by years of institutionalization. Many individuals 
lacked social skills and providers felt the need to teach 
the basics of interaction and communication. They needed 
to help individuals overcome a fear of others in order to 
develop friendships is an important factor. 
Providers defined their professional role in part as 
an educator seeking to change the way in which people of 
the community view deinstitutionalization. The goal is to 
change attitudes and behaviors about individuals who have 
been institutionalized and now are part of the community. 
They defined their job as working to break down the 
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barriers of misunderstanding and communication and 
# 
community differences. Some providers felt there is still 
a need to enlighten the public to disregard differences and 
join together to utilize everyone's abilities. But 
providers recognized that class, race, gender, and 
disability differences still divide people socially in the 
1990s. 
(4) Organizational issues and tensions: Providers 
described continuing frustrations with paperwork demands, 
arbitrary decision making, day programming issues, and the 
continuation of methods of organizational control that 
include staff designs which do not present a level of 
"trust" (that one has been accepted to be the family but 
now we must regulate almost all interactions). They 
referred to a "we trust you to make clear informed 
decisions with responsibility but check with us first 
attitude" on the part of agency supervisors and state 
regulators. 
Day programming continued to be an issue of importance 
for many providers. Some individuals served have exceeded 
all the learning opportunities presented under the present 
system and educational environments that mix different 
abilities may not provide a safe and secure guiet place. 
Providers asked guestions about where to go from this 
design and what other options are out there in the 
community. Coupled with the disillusionment of individuals 
who work within this structure and its antiguated systems. 
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there was repetitive paperwork which distracted attention 
* 
from an energized atmosphere for enabling their individual 
to learn new skills. 
An emerging concern for providers centered around the 
financial aspects of the Shared Living Program. Each 
provider is an independent contractor with the "Expanding 
Horizons" agency. Although they receive a yearly contract, 
providers do not receive health benefits or Social Security 
deductions. They must cover respite care and many other 
expenses from within the stipend they receive. As 
providers in this study spent more time in the role, these 
funding arrangements were viewed as increasingly 
problematic. One provider to the study was particularly 
concerned with the 30-day option that the agency had to 
terminate the contract. It is apparent that funding has 
many inherent problems that are becoming increasingly 
important sources of organizational tension after two 
years. 
(5) Support systems for Providers: Many providers saw 
a need to be trained in organizational areas in which they 
had few skills. The term or label "Provider" has come to 
encompass many roles with increased responsibilities, but 
little clarity among them. Providers had to learn how to 
be program evaluators, financial managers, system analysts, 
community and agency liaisons, and professional medical 
persons in addition to completing the documentation needed 
for an individual who became a "family member." They saw 
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training specific to their needs as providers with 
0 
sensitivity toward individual and family needs as 
continuing to be paramount to the organizational dynamics 
of these new family organizations. 
Many providers described the ongoing tensions and the 
need for respite because of increased demands on their 
individual's time. Some providers saw a need for respite 
time at regular intervals—an outlet to "recharge your 
batteries" as one provider stated, and to spend quality 
time with your spouse or significant other. 
Conclusions of the Study 
This study suggests that the Shared Living Providers 
are in a unique position to create a safe family setting in 
which an individual with developmental disabilities can 
take risks to grow or not to grow as the individual sees 
fit. Based on data provided, it would seem that the 
provider in "Shared Living" is a buffer to the world 
outside the home setting. These providers then are 
nurturers for the individuals who may for the first time in 
their lives become action oriented for their own decision 
making about how, when, where and with whom they will live, 
work and live their lives. Living and growing is risk 
taking and sometimes there is failure, but many individuals 
with developmental disabilities have never before had 
opportunities to shape their own growth and a chance to 
succeed or to fail. 
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After months of research and professional caregiving 
» 
as a Shared Living provider, the researcher offers the 
following general observations about Shared Living Programs 
as experienced by Adult Foster Care Providers. 
1. Both the providers and the individuals served are 
struggling to create new models for daily living and 
long-term health care within a framework of 
organizational rules and regulations created many 
years previously to fit institutional and group home 
settings. Whenever organizational funds are the 
thread weaving the design of an individual's care and 
living status, there is tension between the 
individual's wishes, wants and personal comfort and 
organizations' concerns for accountability that 
translate into reports or "paperwork." 
2. Organizational funding raises another source of 
tension between independence and dependence for adults 
with developmental disabilities. Rhetorically, 
everyone supports the goal of independence for 
individuals. Yet, from a systemic perspective, 
individuals in Shared Living remain dependent on 
agencies and state bureaucracies. Funding comes from 
the state and it is structured by specific 
regulations. Agency involvement means a group of 
human service workers have a significant decision¬ 
making role in people's lives. Systems do not 
necessarily support individuals' independence, but 
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strive to maintain their own involvement and control 
# 
over health care activities. 
3. The study shows that each provider's life experiences 
and ways of going about their world are as different 
as are the individuals served. Therefore, each 
household in "Shared Living" in design and daily 
activities is distinct in structure and value system. 
Each "family" works to define what is important or not 
important to their functioning as a cohesive unit for 
the support of all the individuals in the family 
setting despite the pressure of regulating agencies 
that promote conformity not individuality. 
4. "Shared Living" models have several aspects in common: 
less visible organizational hierarchy; greater 
autonomy for person and provider; and diverse family 
experiences for the individual with developmental 
disabilities. Additionally, there are differences in 
types of funding, work patterns and household 
routines. In each case. Shared Living attempts to take 
health care one step further, giving more power to the 
individual—although established bureaucracies 
continues to "fear" risk and change. Expanding 
Horizons presents more heart and soul but still is 
shadowed by organizational hierarchy and control of 
funds. 
5. There was continuing mention of Respite Care to 
enhance the well-being of both the individual with 
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disabilities and the Shared Living provider. Some of 
* 
the providers reported that they needed time away from 
the intensity of the daily relationship routines they 
have so carefully sought to weave within their 
existing family routines and interactions. For them, 
it was time away from one another that provides a 
comfort zone of continuing to build the provider- 
individual relationship. Time away from the daily 
interactions and stress allows providers to return 
rejuvenated and look at the relationship through fresh 
eyes. This supports healthy patterns of daily life 
and enhances the communication which builds natural 
networks within family relationships, workplaces and 
other community settings. 
6. An important role for providers is to assist 
individuals with disabilities in building community 
friendship and emotional supports outside of the 
family setting. These steps contribute to the issue 
of independence. The natural interweaving of life at 
home and life within the community with a "Circle of 
Friends" provide the support individuals need. They 
learn to ask for help from those who truly care and 
are not reguired to provide their support because it 
is their paid profession. Because of the stigma of 
institutional settings, building these natural 
friendships in the community requires the support of 
providers to help individuals meet others in the 
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community. This process of networking may take 
» 
considerable time, and must always keep in mind the 
hopes and dreams of the individual. 
7. Research about Shared Living shows a wide variety of 
models across the country involving individuals with 
their own decision making and offering alternative 
living arrangements. Individualized Shared or 
Supportive Living do not necessarily exhibit the same 
framework and community structure but all emphasize 
the individual's motivation as the action to build 
their own lifestyle design. The goal of these 
programs is to create a world in which individuals 
interact, support and teach one another naturally. 
This is in contrast to the more restrictive 
environment facing many individuals with developmental 
disabilities in the case of institutions and group 
homes. 
8. Funding to the individuals to procure their own goods 
and services is not the reality for most individuals 
with developmental disabilities. As the history of 
institutional care shows, when professionals are in 
control of funding, natural supports in the community 
are less likely to emerge. Changing the role of the 
professional is a needed wave of the future if the 
individual's needs are to be personally served. Then 
the system would not direct the service, but the 
\ 
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individual will have the power and the direction of 
# 
change. 
Recommendations for Improving Shared Living Programs 
Based on this study, there are a number of 
recommendations the researcher would make for providers and 
policymakers in the area of Shared Living programs for 
individuals with developmental disabilities. These changes 
are based on interviews conducted with Shared Living 
Providers in western Massachusetts and the researcher's 
experiences as a Shared Living Provider over the past two 
years. These recommendations include certain essential 
changes that must occur in organizational policies and 
daily living arrangements. It is the researcher's opinion 
that unless these changes are implemented Shared Living 
Programs may become just another passing reform in the 
health care field rather than a significant change in the 
way society supports the growth and development of 
individuals with developmental disabilities. 
Staff Development 
There is a need for regular staff development for 
providers by agency and Department of Mental Retardation 
personnel. 
. Design inservice training with an awareness that 
most providers prefer to assimilate new 
information only if it is pertinent to the 
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particular lifestyle of the family. There needs 
# 
to be flexibility of format and adaptability to 
specific situations faced by providers. 
. Making staff development a requirement often 
reduces the personal involvement and energy of 
the provider. Specific incentives need to be 
implemented to convince providers to attend staff 
development sessions. 
. Focus on conveying new information at flexible 
time schedules to accommodate those providers who 
may be employed outside the home setting. 
. Requests for staff development are often 
misleading, an expression of an alternative need. 
Multiple and varied requests make coaching, 
rather than workshops, a better way to share 
ideas. In this model, providers would offer 
staff development to other providers and, in so 
doing, build a sense of teamwork and shared 
goals. 
Bureaucratic Practices 
There is a learned fear on the part of state and human 
service agency personnel of losing control which sets up an 
atmosphere of negative energy among providers and their 
individuals. If the "family" is to live independently, 
then risks must be taken to find their place in the 
community without the interference of the bureaucratic 
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regulations and controls. There are constant questions of 
» 
who is in control and who has the power and authority: Is 
it the "Provider", the sending human service agency, the 
Massachusetts Department of Mental Retardation that 
supplies the funds, or various medical and psychological 
experts who are involved in the case? Specific 
recommendations for reducing bureaucratic intrusion include 
the following: 
. Lessen the number of required outside meetings. 
Most other families in the community do not 
attend required meetings to oversee how their 
family is operating. 
. Mail needed information to providers. Providers 
may seek answers to individual questions on their 
own basis. For many families there is a constant 
influx of professionals visiting the household on 
a given day from VNA Nurse, clinician, Program 
Director, and Assistant Program Director to 
Service Coordinator. There are also regular 
visits to doctors and meetings regarding the 
workplace and Individual Service Plan Team 
issues. These involvements lessen time for 
personal development and family living. More 
time is needed to blend with community while not 
being continually monitored by various branches 
of bureaucracy. 
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Limit visits by agency staff such as the Program 
Director or Assistant Program Director to an 
agreed-upon number per month. Basically they 
collect the same information twice. Moreover, 
agency professionals should visit the individual 
served and not make the visit to the household a 
time for completing paperwork. There can be 
communication between providers, agency staff, 
and individuals with disabilities whereby needed 
information can be gathered by observation and 
during social conversation. This would eliminate 
a considerable amount of bureaucratic, impersonal 
communication. For example, agency personnel 
might ask the individual to go for coffee or 
lunch. There is still a lack of understanding 
and sensitivity that the individual is a real 
person and therefore should be treated as we 
would want to be treated. 
. Individuals with disabilities should view the 
human service workers as caring adults who have a 
personal attachment to them. This stance avoids 
a position of one upmanship with power in the 
hands of the service provider. 
. There is a continuous question of overlap of 
positions that affects the economics of the 
program and the salary of providers. Provide 
more funding to the individual to seek out 
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choices in the community for workplace 
employment. 
Reflection Journals 
Based on my experience, a daily reflection journal 
offers a way to effectively document and process one's 
experiences as a provider. A journal is a wonderful 
opportunity for a dialogue between the provider and the 
individual served to share feelings and experiences as well 
as record important medical and personal information needed 
for monthly reports to the Shared Living agency. A journal 
can become a written document of hopes, fears, aspirations 
and support. Providers reflect on the many different 
positions and responsibilities they are reguired to fulfill 
on a given day—much like a mini-human service 
organization. All of this supports the networking to 
maintain a consistent lifestyle for individual family 
member. 
The following is a one-page example of a daily journal 
entry from a Shared Living Provider involved in caring for 
an individual with disabilities. 
Decorating house for Valentine's Day. Lots 
of energy expended by Enola in this activity. 
. Enola awoke 6:30AM -Dressed independently - 
downstairs for breakfast 7:15AM 
. Working on more independence and personal hygiene 
issues 
. Workplace—less direction from job coach. 
Received note from workplace yesterday a 
continuation of information—home to workplace 
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once a week—not a book as previously used in 
group home setting. 
Assistant Program director visit today—discussed 
Quality Enhancement issues: 
1. Independence issues 
2. Respect/dignity 
3. Workplace issues 
4. Community membership 
5. Relationships 
6. Personal Growth and Accomplishment 
7. Health and Safety Issues 
. I begin Signing classes today—to facilitate 
improved communication between Enola and myself. 
Medical notes: VNA Nurse visit today—weight 
132—pulse 88—Blood pressure 124 over 76. 
Thyroid levels taken at home and general health 
information gathering. Dental appointment at 
Tufts—routine cleaning—8:30AM today—excellent 
presentation—next appointment in 3 months. 
Clinician visit to see Enola at home 4:30PM 
working on improving communication and hygiene 
issues. 
Social Highlights: Dinner at the Ground Round 
with Dawn. Movie at Hampshire Mall Theatre 
Corrina, Corrina." Enola indicated the movie was 
excellent! 
Decision Making 
More collective, efficient small-group decision-making 
processes among providers and agency personnel would 
promote improved care for adults with developmental 
disabilities. Otherwise, providers feel that they are 
being told what to do and they resent decision-making 
activities. 
When decision making is collective and open-ended, it 
allows for individual preferences among providers. At the 
same time, some families want minimal contact with the 
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agency and wish to determine their own decision-making 
# 
policies without interference from outside professionals. 
The vision should be one of both individuality and group 
process. There must be elasticity to allow free flow of 
individual ideas and control of action. 
Service Delivery 
There is a need to improve the overall level of 
services to individuals with developmental disabilities 
from human service agencies, health care professionals, 
Department of Mental Retardation, staff and Shared Living 
Providers. 
. Focus on the wants, needs and personal desires of 
the individual seeking services from the specific 
agencies and departments. Returning power to the 
individual to make informed consensual decisions 
about their life actions. 
. Conduct essential life planning for providers, 
agency staff, and individuals served. This 
includes a focus on supporting the design, 
implementation, and follow through of life style 
which the individual has chosen to achieve. In 
addition to a free flowing design, it is 
necessary to incorporate "Person Futures 
Planning" and "Circle of Friends" supports to 
enhance the life style environment of the 
individual. This must include understanding and 
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working with the on-going changes in the 
# 
individual's life. 
Modify the Essential Life Plan to accommodate 
changes in the individual's life. This begins 
the process of building a new supportive 
vocabulary of terms for talking with and about 
the individuals with developmental disabilities. 
It is essential to focus on the individual's 
abilities. Who are they? What is their name? 
Next, it is important not to refer to individuals 
as "consumer, "client," or "individual served." 
A new vocabulary will help overcome prejudice and 
focus on "personhood." Prejudices develop 
because someone must have the power and not be 
seen as an equal. There is a need for symmetry— 
in language and expectations the person with 
disabilities is seen as equal to the person 
without disabilities. 
Changing Work Roles 
There is a need for everyone involved in the Shared 
Living system to recognize that providers may not stay in 
their role for the long term. A predictable pattern seems 
to be emerging among providers. Following an initial 
period of enthusiasm, providers come up against difficult 
issues of time, funding, and the complex emotional needs of 
individuals with disabilities. Many providers lose 
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interest and may leave after two or three years. 
* 
Accordingly, changes are needed to support providers while 
recognizing that it is likely that providers will spend 
only a few years in Shared Living settings. 
. Implement a viable screening process for new 
providers that includes open communication about 
the work roles and agency expectations. 
. Make providers aware of their accountability to 
the system before they enter the work role. 
Providers receive public funding; therefore, 
there must be a way to keep track of how these 
funds are expended. Providers may not like the 
paperwork, but they need to recognize that 
certain reporting is built into the system. 
. Implement an Ombudsman system to improve 
communication between providers, agencies, and 
individuals served. This also provides a 
mechanism for resolving complaints and reducing 
problems and frustrations before they escalate 
into irreconcilable differences. 
. Educate providers about how to effectively use 
respite in their setting. Respite is not always 
a positive experience for individuals with 
disabilities, because some respite providers do 
not interact well with every individual. 
Providers need to develop a network of respite 
providers who understand their situation. 
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Providers need to know how to make respite a 
regular feature of their lives; how to establish 
a budget; and when to use it. 
Implications for Further Research 
This study has investigated how a group of shared 
living providers working with one Western Massachusetts 
human service agency think about and make sense of their 
roles as participants in a new model of community-based 
health care for adults with developmental disabilities. As 
a group, the providers in this study have expressed 
optimism about how their new roles will create alternatives 
for personal growth and development among the adults under 
their care. At the same time, they have also expressed 
frustration and confusion about the growing number of 
bureaucratic rules and regulations that they must follow in 
their own homes. 
The dual responses of enthusiasm and frustration among 
providers suggest numerous suggestions for further 
research. First, the study has demonstrated the benefits 
of reflection about practice among participants. 
Individuals who are experience both enthusiasm and 
frustration in a role may become more self-ware of the 
limitations of that role. They may also gain further 
insights into shortcomings in their own professional 
preparation or lack of clarity in the roles of others. By 
engaging in thoughtful reflection, providers see that their 
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role is not a natural, taken-for-granted activity, but one 
that is socially constructed and situationally determined. 
In other words, they are enacting or creating the role of 
provider as they make daily decisions and choices about 
what to do and how to respond to issues and concerns. As 
they reflect on their professional experiences, they gain 
insights into how to change the conditions of their work 
and, in so doing, improve services to adults with 
developmental disabilities. More research in this area 
would build on the reflections of practitioners and 
providers as a basis for program improvement and 
assessment. 
Second, this research study has served as a formative 
evaluation of how a group of shared living providers are 
enacting new roles in the health care field. It has 
presented the reactions and reflections of providers during 
their first two years in the role. Other studies might 
look at how providers perceive their role after more than 
two years in shared living programs; why some provides 
become discouraged and leave the role; or how providers 
successfully create a balance between the demands of home 
care and the regulations of sending agencies. By gaining 
responses to these guestions, people in the field would be 
better able to recruit and retain effective providers. 
This information would also serve as a guide to staff 
development programs for providers that include the 
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perspectives and viewpoints of providers themselves as well 
* 
as those of policymakers and academic researchers. 
Third, using the tools of formative evaluation, other 
researchers might look at the success of shared living 
programs in adopting and adapting the changing conditions 
in the field. In this view, success could be measured by 
policy adjustments or organizational changes that have been 
recommended by provides and other practitioners, based on 
their experiences. For example, providers in this study 
recommended changes in policies related to respite care and 
to unannounced home visits and these changes were 
implemented by the sending agency. This is one of the 
purposes of formative evaluations such as the one conducted 
in this study; that is, to make exactly the sort of 
readjustments that lead to greater coherency between 
practice and philosophy. Indeed, the success of shared 
living will be determined by whether providers and human 
service agency personnel together can stimulate useful 
ideas for further research that directly improve the 
delivery of services to adults with developmental 
disabilities. 
\ 
148 
APPENDIX A 
PARTICIPANT CONSENT FORM 
149 
Participant Consent Form 
I am Darlene McNeice, a doctoral student in Education at 
the University of Massachusetts at Amherst. You are being 
asked to participate in a research study about your 
experiences as a Adult Foster Care Provider for a adult 
with developmental disabilities. Everyone in the study will 
be asked a series of questions about themselves, their 
families, and the nature of their foster care arrangements. 
Some of those surveyed will be asked to participate in 
three interviews, each 1-1/2 hours long. I will conduct 
these interviews myself. 
The subject of this study is what is it like to be an 
Adult Foster Care Provider. 
The first interview will ask you to describe with as much 
detail as possible how you came to be an Adult Foster Care 
Provider. What motivated you to take on this new health 
care role? The second interview will focus on what is it 
like for you to be in the role of an Adult Foster Care 
Provider? What changes have occurred in your families after 
becoming part of the Supportive Living Program? The third 
interview will explore what it means to you to be an Adult 
Foster Care Provider. What do you see as the major needs 
for support and training? What types of respite 
arrangements have proven successful or unsuccessful? 
The interviews will be tape-recorded and transcribed word 
for word by a secretary. My goal is to analyze and 
consolidate the information I receive from your interviews 
and to compose a written report describing your experiences 
and interpretations you have given these experiences as an 
Adult Foster Care Provider. I will also include my 
reflections on how your experiences contribute to my 
understanding of the concept of an Adult Foster Care 
Provider. I will use some of the information from the 
interviews for: 
a. a written and oral presentation to my 
dissertation committee, 
b. articles I may write on Adult Foster Care and 
Supportive Living, 
c. a dissertation and a book I may write on Adult 
Foster Care and Supportive Living, 
d. presentations to professional associations and 
others interested in the topic, 
e. and finally, I may use the transcripts for 
instructional purposes. 
As an interviewer in this study, my responsibility is to 
protect your well-being and to respect your privacy. The 
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interviews will take place in a safe environment which you 
as the participant will designate. I will refer to you by 
initials other than your own and my reference to names of 
persons who have a personal connection to you and names of 
institutions will be kept anonymous. The audio tapes and 
transcripts will remain in my possession. 
I acknowledge that once you have consented to participate 
in the interviews: 
1) You have the right to withdraw from the actual 
interview process at any time. 
2) You may also withdraw your consent to have 
specific sections from your interviews used in 
written materials oral presentations within three 
weeks of your final interview. 
3) You have the right to be informed of any future 
use of any part of the transcript. 
4) You have the right to give or withhold the 
permission of any future use of any part of the 
transcript. 
5) By signing below, you release me of any financial 
obligation to you. 
I,_,have read the 
above statement and agree to participate as an interviewee 
under the conditions stated above. 
Participant's Signature 
Date 
Interviewer Date 
29 Puffton Village 
Amherst, MA 01002 
413/549-6354 
\ 
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Profiles of Two Providers 
To provide greater depth and understanding about the 
changing lifestyles and attitudes of providers, the 
researcher has included two in-depth interview profiles of 
two participants in the study. The interviews consist of 
first-person accounts of their experiences as providers. 
Using a research strategy described in Chapter 3, the words 
of participants have been blended together to create a 
narrative. Their narratives repeat some themes identified 
in Chapter 4. They offer an additional perspective of how 
providers are making sense of their experiences. In this 
way, the emotions, feelings, and subjective judgments of 
providers are expressed in their words. 
Introduction to Profiles 
From among the participants interviewed, I profiled 
Anton and Rita because of their personal emotional 
connection to the developmentally disabled field and their 
own sense of genuine caring and concern. Several themes 
emerged from these interviews: personal, family and work 
History; personal emotional versus professional 
presentation; becoming a shared living provider: changes in 
his life; relationships between providers and the 
individual with developmental disabilities; the issue of 
friendship and socialization; organizational issues and 
tensions; day programming and support systems for 
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providers; the need for staff development; on-going 
0 
training and the need for respite. 
Anton is married with a teenage son and daughter. His 
personal journey to becoming a Shared Living Provider began 
as a parent having a child with special needs and out of 
his own need for help with personal struggles after the 
break up of a prior relationship. His emotional personal 
experiences are the basis for his strong desire to find 
personal fulfillment helping others using his knowledge of 
developmentally disabled issues. 
Rita is married with two teenager children. She has a 
long history of experience working with developmentally 
disabled individuals. 
A Profile of Anton 
My first experience with developmentally 
disabled issues of any kind began with my own 
child. Prior to this experience I had no real 
background in Human Services. I had always worked 
in the trades as a pipe welder, machine and 
eguipment operator. Later coming into the 
"system" for myself due to my own emotional 
health needs. As my health began to return I 
started interacting with others that were 
receiving help. Due to the straining 
circumstances of the support system at the time, 
they had many college students who were just 
bodies at the building I was living at. A couple 
of incidents happened and I was able to intervene 
and stop the situation from escalating. 
(Here, Anton talks about an emotional experience of 
helping someone by listening to them). 
Another time a war veteran was having flashbacks, 
reliving past experience, and I sat up with him 
most of the night just listening to him. 
Apparently the gentlemen that was the manager for 
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the agency heard about my support experience and 
once I was well on my way back to emotional 
health and trying to establish myself in the 
community, he approached me and offered a job. 
And that is how I came to be in this field. 
Previous to this experience, if anyone had ever 
told me I would do this line of work, I would 
have never thought of it! So I came in through 
the back door having been a client of the system 
I feel gives me a little different slant on 
things. I needed a job and I found the experience 
very rewarding and interesting. Since the 1980s I 
have worked with the same agency first in a group 
home setting as direct care provider at a 
residential setting in the community and now as a 
Shared Living Provider. Except for a year and 
half when I left the agency and worked for a 
rehab with the developmentally disabled in a 
bordering state. 
My experience with group homes began in the 
same house where I now share living space with 
two individuals I worked with for many years. 
Unlike group homes I see the shared living 
setting as a way for individuals to become more 
accepted in the community. Rather than grouping 
a number of people with developmental 
disabilities together, "you are looking at a 
family setting" which to some people give the 
folks that we are working with and that we care 
about more legitimacy in community. "Putting 
them in a different light!" If individuals can be 
accepted into a family, I think people are a 
little more at ease with them. People in the 
past looked upon the mental health and mental 
retardation system as being grouped together and 
people were afraid to communicate because of the 
stories. I think that Shared Living takes the 
edge off the issues of concern in many areas. 
Shared living is not dealing with a group of 
people you are dealing with a family that 
includes someone who has a need. Also it is the 
same people continually living and working with 
folks and I think, there is more consistency in 
some areas which many ways is a good start. If 
there is a lack in a area, there is also 
consistently a need to help in that area. That 
is where the support persons or the programs come 
into place to try and determine the need areas 
and to give support when it is needed. 
Another issue about residential group 
settings although a step up from institutions is 
the mix of people with different skills and 
abilities, different temperaments and 
backgrounds. I do not think it was always in the 
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best interest of the people served. These issues 
do not occur in a shared living family. Not only 
were they trying to deal with the community and 
their own problems, but they also had to work 
with the problems of housemates which sometimes 
reflected badly upon their image, and also caused 
them direct problems dealing with the people that 
were physical at times or that escalated or 
amplified their own problems through the actions 
of others. Though the setting removed the 
individual from the so called "institution" a lot 
of institutional problems with them. Shared 
living is another step up from that design. It 
is not total independence by any means but I 
believe it is a step in the right direction from 
many of the folks we served, and are now trying 
to help in a different direction. Hopefully, 
many of the folks will be able to go not an 
independent lifestyle. Some, unfortunately, 
through circumstances and abilities will not, but 
I feel strongly that Shared Living is a direct 
improvement. 
(Here Anton talks about his feelings regarding 
deinstitutionalization.) 
I think for the most part 
deinstitutionalization was definitely a good 
movement. As historical documents and 
documentaries tell many of the institutions were 
not environments that they originally intended to 
be. I have personally seen some people that were 
misdiagnosed and became institutionally retarded. 
While working at the rehab out-of-state and in a 
mental health institution I witnessed first hand 
that some of the actions behind the walls were 
not appropriate. Grouping so many people with 
various issues together and having inadequate 
staff and funding creates problems—some people 
are going to shine and for others it brings forth 
the worst behaviors. I believe moving away from 
the institution for most of our folks was a major 
step forward. There be some individuals that are 
so severely disabled that the institutions are 
the only place that is adequate to provide the 
type of care he or she needs. However, I think 
most everyone can benefit from the quality of 
life of closing the institutions. 
(Here Anton talks about the changes he sees in the two 
individuals who are a part of his family in shared living.) 
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One individual has changed his lifestyle becoming 
more sociable demonstrating a wider expanse of 
his world and his experiences in relationships 
since becoming a participant in Shared Living. 
He has many strengths sometimes choosing not to 
use his abilities. His strengths are more in his 
character and personality then in his work. Both 
individuals are loving and giving persons. I 
think that is the biggest reward in working with 
these folks. I see different sides of their 
personalities that I never saw displayed in the 
group home setting. They seek a lot of care and 
emotional and physical contact now that they are 
comfortable with the family. 
I see the biggest change in my lifestyle is 
there is too many people intruding on our 
individual lives. There is always a meeting to 
go to, an interview to have and trainings to 
participate in. It does tend to place you under 
the microscope and definitely denormalizes your 
life. Always makes you wonder who is watching 
over your shoulder and why. There are the issues 
of the framework of the program and lack of 
feeling of economic security. This is not a job 
like at group homes with union protection. 
Contracts are written with 30-day clauses without 
cause your services can be terminated. "A whole 
lifestyle pulled out from underneath you and your 
income removed." Even some housing is attached 
to the contract. We are continuing to work with 
rules and regulations which fit the group home 
model. It is like a sword hanging over your 
head! 
(Here Anton talks about the state issues of protecting 
individuals with developmental disabilities.) 
The "state" looks at protecting folks with 
developmental disabilities which is a very real 
necessity. Unfortunately, some of these folks 
are very vulnerable and there are people who will 
take advantage of them. And there are people who 
should not be doing this type of work, who see an 
opportunity or what they think is an opportunity 
to make some money which really does not turn out 
to be this way and the outcome maybe that these 
folks suffer from the frustrations and lash back 
from this type of care provider. 
The process of screening people for the 
position can only provide a certain amount of 
information. People can tell you a good story, 
present a good face, but until you have 
interacted with them on a regular basis you do 
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not know what is inside their heart. I know the 
essential aim of Shared Living is to make folks 
less dependent and not need us. For some of 
these individuals becoming more independent will 
work for others it will not. There is the issue 
of the "state" hoping these folks will be taken 
into homes and not have to pay out stipends for 
support. Unfortunately, the sad fact is without 
stipends for many people this would not possible 
to do what we are doing in supporting these 
individuals. 
Looking at the breakdown of costs to 
maintain the social lifestyle these individuals 
are now interested in participating in creates 
issues for some providers. If the individual 
attends a concert, you the provider in many cases 
is also paying to attend. That is where the 
stipends cover the expenses in addition to 
everyday costs of living. For some providers the 
costs of housing is included in the stipend. 
Allowing us to enjoy a lifestyle that includes 
these folks and gives us more family-centered 
activity. Unfortunately, someone can arbitrarily 
make a decision to take away these benefits and 
lifestyle. Issues of regulations still are 
there—have them there when necessary but people 
need to step back and look at a normalized family 
and compare what they are asking a family to do 
as to what reality is. How many families get up 
at 1:00 AM in the morning and have a fire drill? 
Many areas need to be reconsidered. 
But, in the meantime, we are surviving under 
the old rules and regulations which make life a 
little crazy. I think you have to look at the 
difference in lifestyle, that you want the folks 
to have. A quote-unquote "normalized family- 
centered" or home centered type of life. These 
folks barely left the institutional rules and 
regulations and the same rules are being passed 
onto the providers and the individuals served 
once again. It is very difficult to come out of 
that institutional role without having some major 
changes needed in this area. The forms and the 
paperwork—a normal family on a nice weekend 
spontaneously want to go to the beach out of 
state have to track down a guardian or assistant 
program director, program director to make 
arrangements to take the individual out of state. 
Where is the spontaneity? Where is the freedom 
of lifestyle? The quality of lifestyle? It is 
these types of issues that are detrimental to the 
program that we are trying to support. It will 
take some time before the issues and regulations 
are changed. 
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(Here Anton talks about his role in the changes that 
# 
need to happen to educate the people with programs and 
other agencies.) 
I am rather a passive person. I am trying 
to learn to be a little more aggressive and 
outspoken. In fact that is one of the reasons I 
agreed to be interviewed. I am trying to become 
more involved in committees. I was frustrated 
with the outcome of a hiring committee I was on. 
Although several individuals felt one person 
had more impressive credentials, better 
qualifications and experience then another 
candidate, the less experienced person was 
selected because of the familiarity with the 
agency and because of some knowledge of the folks 
that we are communicating with, although that 
experience was very limited. So even though 
recommendations were made they were quickly 
brushed aside. I am not going to throw my hands 
up and say I will not try again to be on other 
committees because I want to make a difference. 
Although at this point I can't see myself 
making a tremendous impact because I am too 
passive, which has been a big problem of mine 
through the years and I do not know the ropes or 
organization. I have always been at the 
grassroots of care, concerned with just the daily 
provision of the needs of the people that we are 
dealing with. I never became involved with the 
wider scope of political aspects, or being a 
wave-maker. But although we do not have a 
massive staff, we are trying to be politically 
active people. I do not feel it is so much of a 
group as isolated people being brought together. 
It seems like each care provider family in the 
end result is suddenly for themselves. We can 
come together and support each other and share 
successes and make suggestions. But, when it 
comes to the decision making moment, and you are 
in front of the director it is just one voice. 
There is no real power back there. You have to 
make your own way. 
I see my role as providing a home 
atmosphere, a warmth and community acceptance for 
these folks. I think to some degree in all these 
areas we are able to accomplish. There is much 
we need to learn, a lot of skills we have to 
acquire, many different people we have to 
communicate with that never dealt with before, 
i.e., directly communicating with guardians, 
supervising directors and others involved in the 
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support team. For some of us we are not equipped 
skill-wise. It is a long up-hill climb. I 
sometimes feel frustrated that I do not have 
these skills. I never thought I would need them 
because I was more concerned with the daily needs 
of folks. But when you are interviewed for this 
position, no one discusses the fact that you 
might need more skills. 
(Here Anton discusses group togetherness.) 
There is a group of people, but they are a 
group of islands, trying to float toward each 
other and coalesce into a little nation, but will 
take some time for us to become a stronger voice. 
The support given was well-meaning and the offers 
that were made at the time I think were genuine. 
But the barriers and the entire immensity of the 
change created a situation where the organization 
was not able to give the support that was talked 
about because of so many issues to deal with a 
one time. There were many people trying to find 
housing. In our case we needed to find a larger 
home for the size of the family we had. I 
believe support came more from the guardians and 
advocates yelling about the inadequacy of what 
was provided. This motivated more than anything 
to get proper housing. 
(Here Anton speaks about the training programs and the 
issues of friendship and socialization.) 
The trainings are still state-centered. I 
think the folks that are in Shared Living need 
some state training. The med trainings are 
great. But I think we need to look more at 
trainings that help to teach how to make a friend 
for someone or how do you expose the individual 
to situations where they can make a friend when 
they do not have these skills. Numbers of these 
individuals were institutionalized for most of 
their lives, the friendships they formed were out 
of necessity for survival. Or out of 
circumstances where individuals were placed 
together, it was comfortable and familiar so they 
continued the relationships. How do you get 
someone to become involved and committed or to 
have "normal friendship" or relationship with 
folks that have been institutionalized, devalued, 
who do not fit into some of the areas of our 
lives the way that the average person thinks of 
them fitting in? How do you get people to take a 
chance with these folks? And do we acquire the 
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skills to help them to do this? Where do we get 
the skills or support to help the community to be 
open to acceptance? Many people continue to 
associate mental retardation and mental health 
issues as one group and are fearful over what 
neighborhoods will become if increasing numbers 
of individuals with developmental disabilities 
continue to become part of communications. There 
is need for continued education for providers and 
communities. 
(Here Anton speaks about Day Programming.) 
The so called rehab, the day programming I 
have seen in the local area, I am not impressed 
with. They are understaffed and underfunded. 
These facilities are not the type I would like to 
be in, or see someone that I care about in. 
Specifically for some of us we are dealing with 
the issues of an old converted factory 
environment. The production area is great - it 
is supportive life. The machinery and the 
packaging is there. I think they need better 
staffing. The ratio of staff to the people 
served should be changed to accommodate both 
parties. I think we will continue to see faces 
coming and going without some change. Lots of 
frustration, people just giving up and becoming 
very mundane. The facilities are such that the 
level of abilities are mixed together. How do 
you concentrate on learning a skill or just 
communicating your needs or learning to 
communicate better when someone is screaming or 
banging chairs? The atmosphere of the day 
programming needs changing. The facilities that 
are provided do not allow for separation of 
individual needs. I have seen many well 
intentioned people trying very hard to make this 
environment a better place for the individuals 
served, however they become disillusioned and 
frustrated with the system. There is too much 
repetition and unnecessary paperwork which takes 
away from the energy given to the individual. It 
seems as if there is too much government and not 
enough personal organization. 
(Here Anton sites a previous rehab at which he was 
employed.) 
Folks could make their own meal. They were 
able to eat in small groups or individually as 
they wanted. Those individuals that were more 
independent were able to go to the refrigerator. 
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The folks ability levels and interests were 
valued. Needs were considered. People 
specifically trained in certain areas assisted 
those who needed help. The ratio of staff to 
individuals served was three to one. And even 
that ratio was considered not supportive as the 
organization would have liked. There is 
definitely not a three to one staff in the local 
day programming. There are various kinds of 
behaviors and mixtures of need levels trying to 
be served all at once by sometimes a very 
frustrated group of people who are trying their 
best—basically what they are doing is trying to 
control a situation rather than provide a 
service. Staffing is inadequate but it all comes 
down to funding. Where is the funding coming 
from—Mass taxes are stretched out. We need to 
take a step back to look at what funding is going 
where. How many people are working in opposition 
to each other instead of together. In most 
programming dealing with the state I have worked 
with, the left hand does not know what the right 
hand is doing. 
(Here Anton talks about the need for respite.) 
I have heard there is suppose to be a 
respite pool since a year or so ago but I have no 
first-hand knowledge of this issue. I think 
something definitely needs to be organized for 
respite. On a personal level, I would like to 
have more input into respite. I want to know 
what the agency considers respite and what they 
feel is needed. Looking at the average family, 
everyone needs time away from one another. Just 
getting away from the normal circle and demands 
of everyday life, with people they live and care 
for. Our individuals have the same need to be 
away from us. There is a great demand placed 
upon our time—which does not always allow for 
personal interactions, sharing and socialization 
between spouses. We are busy with appointments, 
going to the pharmacy, shopping and your own 
personal appointments. By the time you wind down 
at night it is 11 PM and just sitting to have a 
cup of coffee. You need to let some steam off. 
I cannot do with these folks here. I have to be 
responsible so I cannot really let my hair down. 
There is a need for set respite times that 
you plan and look forward to on a regular 
intervals. I think we all need these little 
times to do something, whether it is just to go 
off and be alone spending some quality time 
together or going out and getting wild. Respite 
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needs to be dependable and I think it is to the 
benefit of the folks we serve. The best- 
intentioned folks in the world become frustrated. 
And the ones nearest to you are going to catch 
the flack from the frustration. You really need 
little mini-vacations to retain your sanity to 
recharge your batteries. 
It is important that the person or persons 
chosen to do respite know our folks and they are 
comfortable with this person. Will this person 
have sufficient information about the individuals 
needs and personality to make them comfortable 
for the period of time they will be with them? 
What I was hoping when Shared Living began was 
that some of the folks who were not going to be a 
part of the program be approached to form a pool 
for respite with their previous knowledge of the 
individual this would have been a supportive 
base. But this support never happened for one 
reason or another. Some people are working 
respite among themselves by swapping time. I 
feel strongly that people should come to our 
homes for respite. I do not feel our individuals 
should have leave their homes for the convenience 
of having respite. Perhaps mini-vacations for 
our folks can be set up with the people of their 
choice allowing us to take advantage of this time 
they are away respite for ourselves. This type 
of respite would serve a double purpose of giving 
them a little better quality of life meeting 
people. Perhaps a pool of respite funds might be 
helpful or a combination of a pool of respite 
personnel and funding. There is so many 
different individual personalities and needs, I 
do not think there any one answer to this issue. 
A Profile of Rita 
I have many years of experience in the human 
service field. I worked for approximately 14 
years as direct care staff, supervisor in group 
homes, job coach and positions in day care I centers. I have worked with many different 
levels of developmentally disabled individuals. 
(Here Rita talks about how she approached Shared 
Living.) 
I think my situation is a little different 
than most other providers. I was working with 
the individual as a Case Manager Instructor at a 
local day program for four years. The Program 
v Director from another agency telephoned me to 
163 
discuss some concerns about the individual and 
the group home. During the discussion the 
director informed me that the agency was going to 
begin doing Shared Living and he wanted to know 
if I was interested in being a participant. 
Having worked with the individual for several 
years and sharing many holidays with our family 
the agency director thought my family was a 
perfect match. I love this individual but 
concerns were "24 hours a day, that is going to 
be a little too much." I have two teenage 
children. How will I be able to do this? I work 
full-time. 
My family thought it was a wonderful idea. 
And I thought, "I do not want this individual to 
live with anybody else. I think this individual 
would do really well in my family. I was very 
close to this individuals parents. It seemed 
natural. If this individual was to leave the 
group home to live with a family, she should live 
with us. And is how this individual became part 
of our family. The transition period for this 
individual and ourselves was very short. I think 
this occurred faster because this individual was 
becoming very anxious and not understanding why 
she could stay at the group home. This 
individual was not facilitating as much and was 
becoming distant with people. This individual 
came for supper one night and the next weekend 
she spent the night and the following week this 
individual moved into our home. 
(Here Rita talks about the group home versus "Shared 
Living.") 
The difference of continuity comes to mind - 
people coming in and going out of individuals 
lives. Friends only being staff persons. 
Friendship ended because staff moved on. 
Individuals not knowing who will be there when 
you wake up in the morning. Therefore, I thought 
that taking part in "Shared Living" would give 
this individual some consistency - seeing the 
same familiar faces over the course of time. I 
think that is very important to all of us. I 
think it is something we have to have in our 
lives. I wanted to give this individual some 
stability in their life. 
(Here Rita talks about changes in her life since 
participating in Shared Living.) 
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I think my children and my husband were a 
little bit uncomfortable with having this 
individual in our home and they were not sure how 
to communicate. Since this individual has lived 
with us I have noticed a different kind of 
attitude, a comfortableness that just seems so 
natural. My family has a different perspective 
of who this individual is. They love this 
individual and are very warm and open. They have 
no shame. They become upset when people are 
uneasy around this individual and they expect 
their friends to welcome and accept this 
individual as part of our family. I am the 
mother in the house and I am very protective of 
my children and I have seen my children be 
protective of this individual. When they are in 
the community with this individual they do not 
think about anyone looking at them in a strange 
way. And if someone does look they ask if there 
is a problem. Or they explain who this 
individual is. They are on a mission as well as 
I am—helping society see that people with 
disabilities are not different than anyone else 
and that they should not be judged because of a 
disability. They are protective. They want to 
be able to help. I feel that I am doing a good 
think for my children because I am broadening 
their ideals about the world. I am helping them 
to not be close-minded and judgmental about 
people. I am doing an extended part of 
mothering. I feel good that they are able to 
have the kind of heart I have to open up to all 
people and they want to share that excitement 
with other people. I am very proud of them. 
This is another growing process for them. 
(Here Rita talks about her role regarding Ellen.) 
I think I play many roles in Ellen's life. 
And I think I play more of a motherly role. I 
say that only because I think that comes natural 
to me because I am a mother of growing children 
who are experiencing different things and finding 
different steps that they take are very exciting 
and new. I am helping them along the way and it 
is the same in Ellen's situation. Finding new 
things about herself and about the world around, 
taking risks and being adventurous, learning 
things every day and learning to be independent. 
I protect Ellen; I have expectations of Ellen; 
and want to see this individual do the best that 
they can whatever they are striving for. I care 
so much for Ellen because she is part of our 
family. She is friend and when we are taking our 
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walks outdoors I talk with her about a many 
things. She has laughed with me and she has felt 
sad when I have felt sad. And that is a friend 
to me. Some things that I talk to Ellen about I 
do not talk to my children about. And I know 
that some things Ellen talks to me about she does 
not talk to my children or anyone else. She 
confides in me as a friend. 
(Rita talks about her dual role of instructor at the 
work place with Rita and as a provider.) 
This individual looks to me to help guide 
her through situations and to teach her new 
things at the school. And I believe that at home 
she forgets the role. At home I am her friend 
and I am the mother figure. I can not explain 
why I know she knows the difference. I just know 
she acts totally different with me when we are at 
school. I see me being a tool helping Ellen to 
find some direction for herself. I see people 
with disabilities differently now that I am doing 
Shared Living. I do have higher expectations. I 
really enjoy Shared Living. I see Ellen in a 
different light and I see people with 
disabilities in different ways. 
(Here Rita talks about Day Programming.) 
Day programming has lower expectations of 
individuals with disabilities. At the day 
program, Ellen learns communication skills, basic 
concepts—how to put things into containers—how 
to take things out, learning how to set a table, 
learning how to collate or working with the 
copying machine, learning how to zip her jacket 
and community integration—acting appropriately 
in the community, able to make purchases, hold 
the door for someone. Ellen learns how to put 
her seat belt on and exit a vehicle. Ellen 
learns a variety of arts and crafts and to 
participate in group activities. Ellen has 
progressed through every objective and every 
seguence that this program has to offer. Ellen 
learns very rapidly and we have to make up new 
activities for her to do. Ellen has been there 
much too long! 
(Here Rita talks about what Shared Living has 
supported in a more functional way than only learning a 
skill for future use.) 
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I see Shared Living as giving Ellen the 
opportunity to use skills that she is learning 
and being exposed to in a more functional way. 
Being in a Shared Living and setting the table 
with the family, going out into the community 
with the family she can use the learned skills. 
I do not understand how Day Programming expects 
anyone to connect the functionality of the skills 
learned with out a connective environment. For 
example, you say "here is a roll of paper towels" 
but if you do not teach what the paper towel is 
for then what good does the learning do? " I 
think that Shared Living has helped to take the 
learnings from Day Programming and put them to 
practical use. Shared Living is supporting a 
focus for all of Ellen's learning. Now there is 
a connection between why are you showing me this? 
(Here Rita talks about her not requiring support from 
the agency.) 
I do not feel I need support. Ellen is a 
part of our family. I do not ask for support for 
my children. I do not feel like this is a job. 
This is my family and therefore, if issues come 
up I feel I should be dealing with them as with 
any other situation in my home. I do not call 
the agency because I feel what I need they can 
not provide. The agency provides many different 
things but it is things that I think they think 
we need. Their frame of mind is still with group 
homes—things that a staff would need. I think 
they have to be very clear to know that they have 
placed people in our homes, where people care and 
our making them part of their families. And I 
know that all the rules and regulations are in 
place and you have to follow this by-law and that 
by-law. I believe I do not need all that support 
that they are offering. I really do not know 
what it is they are offering to be perfectly 
honest. 
(Here Rita talks about Respite.) 
I know that respite is available if I needed 
it and I have never used their respite because 
the two times I called for respite, the people 
could not accommodate me. The respite issue can 
be frustrating—if they say respite is available 
it should be available. Those people that are on 
the list should be available. I believe Ellen 
needs to have some time away from us. And I need 
to have time away. I do not think the agency 
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gives us enough respite funds. I have used my 
respite funds in the morning when I worked full 
time, thus they became exhausted very quickly. 
It was not being used for my free time and that 
is what I would like to see my respite funds 
utilized for. 
(Here Rita talks about deinstitutionalization.) 
Hooray, it is about time—close out those 
places, close out the group homes, close out the 
state schools. These institutions have been 
nothing but holding tanks for people for many 
years. They have not been instrumental in 
teaching individuals anything beneficial. 
Institutions have been a negative. I am 
generalizing, I have worked in various situations 
in institutions and group homes and they are all 
run the same way. There seems to be a set 
format. And that is, people are hired who do not 
really care and are insensitive to the needs of 
people with disabilities. These people who are 
hired are paid low wages like babysitting. They 
are not interested in teaching individuals skills 
as they may not possess many skills themselves. 
They do not believe that people with disabilities 
can learn. Deinstitutionalization has placed 
people into communities giving them new 
opportunities for learning, to live life again, 
and live it to the fullest. Individuals with 
disabilities can learn more positive ways to get 
attention being a participant in the community, 
being a participant in Shared Living—learning 
that life is worth living. 
(Rita talks about Shared Living enhancing the 
individual's personal development.) 
I am sure the individual previous to 
participating in Shared Living never felt 
anything was really theirs. Every thing was 
everyone else's. I think to be able to have 
possessions that belong to you is important. I 
can not imagine what it must feel like to have to 
fight for ownership of your possessions—to say 
something is mine. It is important to be able to 
take your time eating and not feel that someone 
will steal your food. Shared living provides 
independence to have personal choices and to make 
your own decisions. 
(Rita's frustrations with Shared Living.) 
\ 
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I feel that Shared Living since we became 
participants does not allow us to be spontaneous. 
There are things that you have to be more 
specific about, think about and plan ahead. You 
have to map out how and where before just going 
places and taking trips as a family. Lots of 
paperwork! 
Conclusions to Profiles 
The two in-depth profiles offer a revealing 
description of how two Shared Living providers are making 
sense of their roles as 24-hour-a-day, seven-day-a-week 
health care providers. At one level, the profiles show the 
enthusiasm and commitment of providers. Both of these 
individuals have changed their professional careers to 
become involved in this role. They believe deeply in the 
movement toward deinstitutionalization of adults with 
developmental disabilities. They are attracted to Shared 
Living precisely because it is a dramatic alternative to 
institutional care or even community-based group homes. 
Each provider genuinely believes that he or she can provide 
a high quality level of care in a family setting than other 
services can provide in group homes run by human service 
professionals. 
At another level, however, the profiles show the 
frustrations and uncertainties that providers feel about 
their new role. Becoming a provider included some 
developments that these individuals did not expect. There 
is extensive paperwork, a myriad of bureaucratic 
regulations, and the involvement of many health care and 
mental health agencies in their lives. The pay is not high 
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and the added costs of transportation and respite care are 
a significant burden. Providers increasingly see 
themselves as parts of a large bureaucracy and this is the 
very situation they came into the job thinking they were 
going to avoid. As these profiles show, many providers are 
increasingly confused by the pressures of the job. 
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